Quality of Life in Severe Neuro-Disability: A Comparison of How People With Brain Injuries and Multiple Sclerosis Perceive Their Quality of Life and an Exploration of the Factors, Which May Influence These Judgements. by Langford, Sophie.
Quality of Life in Severe Neuro-disability:
A comparison of how people with brain 
injuries and multiple sclerosis perceive their 
quality of life and an exploration of the 
factors, which may influence these 
judgements.
by
Sophie Langford
Volume I
Submitted for the degree of Doctor of Psychology (Clinical Psychology)
Department of Psychology 
School of Human Sciences 
University of Surrey
September 2008
© Sophie Langford 2008
ProQuest Number: 27606591
All rights reserved
INFORMATION TO ALL USERS 
The quality of this reproduction is dependent upon the quality of the copy submitted.
In the unlikely event that the author did not send a com p le te  manuscript 
and there are missing pages, these will be noted. Also, if material had to be removed,
a note will indicate the deletion.
uest
ProQuest 27606591
Published by ProQuest LLO (2019). Copyright of the Dissertation is held by the Author.
All rights reserved.
This work is protected against unauthorized copying under Title 17, United States C ode
Microform Edition © ProQuest LLO.
ProQuest LLO.
789 East Eisenhower Parkway 
P.Q. Box 1346 
Ann Arbor, Ml 48106- 1346
ACKNOWLEDGEMENTS
I would like to thank the course team and my fellow trainees, in 
particular my case discussion group. I would also like to thank 
Professor Graham Beaumont and Dr Fiona Warren for their 
supervision and advice with regards to my major research project. 
I am also grateful to all of the hospital staff who helped during the 
process of data collection, and all of the people who kindly agreed 
to participate in the study.
In addition, I am extremely grateful to all of my placement 
supervisors: Dr Mark Draper, Dr Julian Morris, Hilary Morgan, Dr 
Louise Robinson and Dr Shai Betteridge, for making my clinical 
placements educational and enjoyable.
A special thanks goes to all of my family and friends; in particular, 
Jose and Federica, whom I cannot thank enough, and Susanna and 
Claire for their comments upon the thesis. In addition Nicola and 
Ryan deserve a special mention for their support throughout.
TABLE OF CONTENTS
ACADEMIC DOSSIER
ESSAYS
Approaches to Psychological Distress Essay....................................................................... 7
The Course Team is attempting to involve service users and carers in many aspects o f  the 
Surrey Clinical Psychology Training Programme. With reference to the evolving 
literature on involvement in both training and research, explore ways o f involving users 
and carers in the Programme. What issues and dilemmas might such involvement create?
Professional Issues Essay......................................................................................................29
Under the proposed reforms to the Mental Health Act Clinical Psychologists will be able 
to assume greater involvement in the processes o f ‘sectioning' and supervising the 
treatment o f people who are subject to compulsion. What are the advantages and 
disadvantages o f our profession getting involved with these processes? What issues and 
dilemmas might need to be considered by Clinical Psychologists as they make a decision 
about whether or not to accept these responsibilities? How would you decide?
PROBLEM BASED LEARNING REFLECTIVE ACCOUNTS
Problem Based Learning Exercise One.............................................................................51
The Relationship to Change
Problem Based Learning Exercise Two.............................................................................59
Child and Learning Disabilities Case
Problem Based Learning Exercise Three......................................................................... 72
Older Persons Case
CASE DISCUSSION GROUP REFLECTIVE ACCOUNT SUMMARIES
Introduction to the Case Discussion Group Process................   85
Case Discussion Group Year One Reflective Account................................................... 86
Case Discussion Group Year Two Reflective Account................................................... 87
CLINICAL DOSSIER
CLINICAL PLACEMENTS SUMMARIES
Adult Mental Health Placement Summary................................................................ . 89
People with Learning Disabilities Placement Summary.............................................89
Child, Adolescent and Family Placement Summary..................................................90
Older People Placement Summary.......................   91
Neurorehabilitation Placement Summary....................................................................91
CLINICAL CASE REPORT SUMMARIES
Adult Mental Health Case Report...................................................................................93
Cognitive behaviour therapy with a 33-year-oldfemale presenting with depression.
Adult Mental Health Case Report..................................................................................97
Cognitive-behaviour therapy with a 21-year-old female presenting with anxiety.
Learning Disabilities Case Report........................................................  101
A behavioural intervention and staff training fo r a 59-year-old man with a severe 
learning disability referredfor challenging behaviour.
Child, Adolescent and Family Case Report................................................................106
An extended assessment o f a 10-year-old boy presenting with school anxiety and a 
possible social communication disorder.
Older People Case Report...............................   110
Integrative therapy with an 80-year-old female presenting with bereavement issues, 
anxiety and low mood.
RESEARCH DOSSIER
Service Related Research Project.................................................................................116
Dual Diagnosis within an Inner London Community Mental Health Team
Abstract................................................................................................................. 118
Introduction........................................................................................................... 120
Method................................................................................................................... 122
Results.....................................................................................................................123
Discussion...................................................   131
References............................................................................................................... 135
Appendices.............................................................................................................. 137
Qualitative Research Project Abstract............................................................................142
A discourse analysis o f  UK national daily newspapers' representations o f 'paedophiles'
Major Research Project..........................................................................   145
Quality o f Life in Severe Neuro-disability: A comparison o f how people with brain
injuries and multiple sclerosis perceive their quality o f life and an exploration o f the
factors, which may influence these judgements
Abstract..................... ...............................................................................................149
Introduction................................................................................................................150
Method........................................................................................................................171
Results........................................................................................................................184
Discussion................................................................................................................. 203
References....................................................................   224
Appendices................................................................................................................ 241
Log of Research Experience.............................................................................................. 281
Academic Dossier
ACADEMIC DOSSIER
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- Two essays relating to approaches to distress and 
professional issues
- Three process accounts reflecting upon the problem 
based learning exercises
- Two summaries of reflective accounts written about 
the Case Discussion Group process
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Approaches to Psychological Distress Essay
The Course Team is attempting to involve service users and 
carers in many aspects o f the Surrey Clinical Psychology 
Training Programme. With reference to the evolving 
literature on involvement in both training and research, 
explore ways o f involving users and carers in the 
Programme. What issues and dilemmas might such 
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Introduction
This essay seeks to address recent changes in clinical psychology training in particular the 
proposed changes to the Surrey course to involve users and carers in the clinical 
psychology training programme. This essay will approach this subject by looking at the 
growing literature and draw on experiences of user involvement in order to make 
suggestions about how we might involve users and carers in the training programme in a 
successful way. To achieve this it will be necessary to address some of the suggestions 
and attempts to involve users in training to date and consider the issues and dilemmas that 
may arise in this process. I have chosen to address this essay as a result o f a growing 
personal interest in the subject, a belief that it is an important issue which needs 
addressing and also my own (and others) confusion and uncertainty about how to tackle 
this in an appropriate way.
Who is a ‘service user’?
In simple terms, as defined by the Mental Health Commission (2002) any individual who 
uses mental health services is a service user. This document highlights the diversity o f 
service users according to; whether the are voluntary or involuntary users, the types of 
services they access, the duration and frequency of their treatment, the degree of 
disruption in their lives as a result of their illness, and whether they are current, previous 
or episodic users (Mental Health Commission, 2002). It is necessary to acknowledge that 
the term ‘service user’ encompasses individuals from a variety o f diverse backgrounds 
including those of a different age, gender, class, ethnicity, religion, sexuality, and culture.
A variety of terms are used to refer to people who use services, however a debate about 
the use of such terms is beyond the scope of this essay. The perspectives of both users 
and carers are important but we cannot assume they are the same. I will refer to users of 
services throughout this essay to encompass both users and carers.
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We must recognize the importance of our own views and that we are all potential users of 
services (Curie and Mitchell, 2004). Thus our participation and perspectives are 
fundamental, in identifying factors we think are important in training individuals to 
provide a service, we would like to receive should we ever need to use it (Newnes, 
2001a). Harper, Goodbody and Steen (2003) recognise the need to incorporate the all- 
inclusive language of ‘we’ and ‘us’ rather than ‘them’. This essay refers to users in a 
collective sense but acknowledges and respects that all experiences are unique (Diamond 
et al, 2003).
User involvement
The service user movement arose in the mid 1980’s with the creation of groups such as 
‘Survivors Speak Out’ and ‘UK Advocacy Network’ which resulted in a greater 
awareness of the user perspective. Government policies have since outlined the need for 
patient and public involvement in the provision of mental health services. The National 
Service Framework for Mental Health identifies that “specific arrangements should be in 
place to ensure: service user and carer involvement” (Department of Health, 1999a: 10). 
To achieve this there needs to be changes made to ‘shift the balance of power’ 
(Department of Health, 2002). This includes changes to professional training and Curie 
and Mitchell (2004) suggest that this is where we begin. The Department of Health 
(1999b) identifies that:
Those involved in developing professional education and training should seek 
to ensure that:
increased emphasis is placed on the value of service users as teachers in all 
basic training; and
service users are involved more in curriculum design and in assessment, (p.7)
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Diamond et al (2003) comment that whilst services are beginning to address the issue of 
user involvement, it has not been made explicit as to what is meant by involvement, how 
it can happen and why it is significant.
The British Psychological Society accreditation criteria for training clinical psychologists 
(BPS/MQB, 2002), outlines that trainees should possess “the skills, knowledge and values 
to work effectively with systems relevant to clients” (p.l). This includes “statutory and 
voluntary services, self help and advocacy groups, user led systems and other elements of 
the wider community” (p.l). Trainees should be able to work “collaboratively and 
constructively with fellow psychologists and other colleagues and users of services, 
respecting diverse viewpoints” (p.5).
May (2001) recognises the need for professional bodies such as the Division of Clinical 
Psychology to instruct employers and courses to implement recommendations regarding 
user involvement in the selection, training and clinical practice of professionals. He is 
optimistic that increasing user involvement can enable us to provide “less constraining, 
more liberating services and set a good example to other parts of society” (p. 14). While 
professionals have expertise in some areas (knowledge, skills and techniques) it should be 
recognised that the client too has areas of expertise such as their experiences of life, 
mental distress, and receiving services (May, 2001).
Recognition of the experiences and knowledge of service users can only serve to build 
upon our currently limited understanding of mental illness. A complete framework or 
model of good practice within mental health can only be accomplished by valuing users’ 
contributions and learning from their knowledge and experience of mental distress and 
the service they have accessed. (Diamond et al, 2003).
10
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Reflections on Current User Involvement in Professional Training 
Clinical psychology
Curie and Mitchell (2004) have set up a user and carer advisory group to inform the 
Exeter Doctorate course in Clinical and Community Psychology. At the time the 
programme was undergoing a period of change, expansion and preparation for 
accreditation (much like the process the Surrey course is currently undergoing). This was 
seen as an opportunity for change and a way of engaging users in dynamically shaping 
the course. The contributions of service users as trainers over a number of years had 
enabled trainees to learn from and value users’ views and experiences. However they 
hope to move involvement beyond that of simply providing individual teaching sessions. 
The advisory group process involved sharing experiences of teaching; with the course 
team expressing what help was needed. The users then generated suggestions and the 
course team were able to act upon these and subsequently feedback how ideas had been 
utilised. The advisory group included a variety of users from different services such as 
learning disability, older people, head injury and adult mental health services, and some 
parents (of children who use services).
Curie and Mitchell (2004) received feedback from the user advisory group identifying 
gaps in the teaching provided. They have subsequently addressed these issues and sought 
to include them in the programme. The Surrey team could employ this strategy o f 
involving users to look at what is currently offered on the syllabus, and identify any 
omissions or areas of importance from their perspective.
Other professions
Harper et al (2003) suggest that clinical psychology training programmes may learn from 
models of good practice adopted by other professions who have made advances in this
11
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area such as social work and nursing. Suggestions and potential issues from the 
psychology, nursing and social work literature will be addressed throughout this essay.
Forrest, Risk, Masters, and Brown (2000) explore user involvement in nursing education. 
Users’ views about positive and negative attributes of mental health nurses were 
identified, with the aim of basing the curriculum around evoking these qualities through 
teaching. They propose suggestions for user involvement in both the design and delivery 
of education including “learning with service users, not just learning about professional 
stereotypes of mental distress” (p.53). They advocate a focus on human qualities in 
addition to professional skills, looking at our own experiences o f personal distress, and 
promoting the generation and acceptance of individual perspectives.
Levin (2004) has produced a guide for involving users and carers in social work training, 
which addresses how partnerships between users and training programmes can be created 
and maintained. This document outlines processes involved, identifies issues to be 
addressed and suggests ways to act drawing on resource materials and examples of 
practice where possible.
Suggestions for Involving Users in the Programme
Harper et al (2003) report results from a survey presented at a conference on user 
involvement in training. They notes that where courses have involved service users in 
training this was typically in the form of personal accounts of experience and distress. 
The assumption that this is the only method of involving users in training could be 
potentially problematic, as could the belief that all users’ experiences and views are alike. 
They suggest training should involve more than simply inviting service users to talk about 
and share their experience of their mental illness, associated distress and services they 
received. Instead they propose that user involvement should encompass a variety of
12
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different “views, methods and resources” (p. 14) and address all aspects of the training 
programme including selection of candidates, their teaching and subsequent development 
in both clinical placements and research.
Recruitment and selection
Harper et al (2003) note that following the introduction of the Disability Discrimination 
Act (1995) it is illegal to discriminate against potential candidates because of a disability 
such as a mental health problem. Our professional accreditation criteria states that 
methods of selection must not discriminate against a candidate’s “gender, age, sexual 
orientation, ethnic origin, religion, ereed or disability” and that courses should actively 
seek to “widen access to entry to the profession...aiming for diversity within trainee 
cohorts” (BPS/MQB, 2002: 12). May (2001) emphasises we need clear statements 
outlining that candidates with mental health problems will not be discriminated against in 
recruitment for clinical psychology training programmes. May has made empowering 
and thought provoking contributions to the literature about his experiences of distress, his 
route into clinical psychology and how his experiences have informed his work May 
(2000).
To obtain a more diverse selection of candidates, courses need to communicate positive 
messages about mental illness and provide support for people with disabilities (Harper et 
al, 2003). They suggest exploring interviewees personal or other experiences of mental 
illness, and services. Questioning individuals about their learning and development as a 
result of these experiences could prove fruitful. However we would need to provide 
appropriate support to candidates and there is a danger that candidates would provide 
what they see as the desired response rather than an honest answer.
A user advisory group identified good and bad qualities of a clinical psychologist (Curie 
and Mitchell, 2004), which have since been included in the course handbook. The group 
proposed that users should be involved in the selection of clinical psychology trainees.
13
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These qualities could be applied to the job specification and selection criteria or used to 
aid service users involved in interviewing.
User involvement in recruiting clinical psychology staff (Long, Newnes, and Maclachlan,
2000) and assistant psychologists within a learning disabilities service (Cheseldine, 
Anderson and Mappin, 2001) has been demonstrated with success. Long et al (2000) 
recruited an individual from a local user organisation and provided her with information 
about the post, the interview process and trust policies regarding equal opportunities. 
They agreed a consultation fee and arranged transport. A survey o f interviewers and 
interviewees experiences of this process suggests that involving service users in selection 
interviews may be beneficial (Long et al, 2000). It may evoke responses or qualities from 
candidates that may not have otherwise been uncovered by professionals and that may be 
deemed more important by users. They recommend holding advance meetings to prepare 
for and clarify questions and procedures, the use of mock interviews, ensuring that 
adequate fees and transport are provided, and involving more than one user to provide 
mutual support, increase representation and reduce tokenism.
Clinical placements
Curie and Mitchell (2004) highlight issues around trainees obtaining consent for writing 
up clinical work. The user advisory group identified that trainees work should be written 
in a respectful way. Courses could seek to involve users more by involving them in the 
writing process, perhaps encouraging users to contribute by either involving them in the 
production or assessment of the work.
Levin (2004) propose practical learning opportunities suggested by users including 
shadowing users to learn about their lives, and experiences. They recommend 
observations or direct experience of advocacy work, help-lines, support groups and user 
led services. My experience of working for a mental health help-line receiving calls from 
users, carers and professionals was invaluable in giving me a greater insight into the 
diversity of individual perspectives, experiences, strengths and difficulties. Harper et al
14
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(2003) suggest supporting trainees to visit independent sector providers as part of their 
clinical placement. My supervisor recommended this on my current placement and I 
found this to be an enlightening experience. Levin (2004) highlights the need to include 
opportunities for experiences of working with people from diverse groups to facilitate a 
greater understanding of diversity issues and perspectives.
Research
Service users could present the findings o f research conducted on users’ experiences to 
trainees (Harper et al, 2003). Research projects conducted by service users and the details 
of these studies could be highlighted in the training programme. I attended a conference 
organised by the South West Assistant Psychologist’s Group in October 2002, which 
invited a previous service user to talk about research he was involved in. The Bristol 
MfND User Focused Monitoring project was set up in 1997 and this particular study 
looked at inpatient services across Bristol. All researchers involved in the project were 
service users. The benefits of this model included: greater rapport between interviewers 
and interviewees, users more readily expressing alternative views to professionals, less 
jargon, empowerment and recommendations for service development. I found this 
workshop both inspirational and interesting and believe that Assistants, Trainees and 
Qualified Clinical Psychologists would have benefited from this learning experience.
Academic
Harper et al (2003) suggest introducing a user led session on communicating with service 
users, user and carer presentations on severe and enduring mental illness and their 
experiences of services, and the development of specific policies to inform user 
involvement within the training curriculum and other aspects of training.
Trainees could attend conferences where service users either lead or are heavily involved 
in the planning and/or training (Harper et al, 2003). I have previously attended a training 
day on supporting people with Down’s syndrome and dementia where a carer presented a
15
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moving account of caring for her sister. This day provided me with a unique insight into 
the carer’s perspective and the demands placed on family members. I certainly found this 
one of the most usefiil talks of the day and perhaps more useful than some of the 
presentations made by professional speakers.
Providing reading lists, access to literature based on service user perspectives may be a 
useful way of incorporating user views into the training programme (Harper et al, 2003). 
I have found reading personal accounts (e.g. Bauby, 2002; May, 2000; Pelzer, 1995) and 
other literature based on mental distress (e.g. Grant, 1995; Haddon, 2003) to be as 
enjoyable and informative as scientific literature. However I do acknowledge that both 
types of material have their uses and should not be used in isolation. Fellow trainees 
often recommend books and I would suggest that courses draw on this resource to inform 
the training programme.
Newnes (2001b) discusses how such literature is often not deemed to be evidence in 
psychology despite its potential usefulness. He suggests that we need to “respect the 
evidence from literature as of at least equal importance to the evidence presented in 
scientific journals and at scientific conferences” (p. 8). He highlights various literary texts 
providing valuable accounts of experiences o f mental distress (e.g. drunkenness and 
domestic violence in The Woman who Walked into Doors, Doyle, 1997).
Newnes (2001b) outlines the value and diversity of drawing on our own and others 
experience:
We are parents, lovers, partners, children, men, and women, as well as 
psycho legists... We have all used the health service... We all have used, or 
love people who use, services like the ones we offer. We may have been 
diagnosed...We may be single parents or children of single parents. Our 
parents may be happy, divorced, adoptive or dead. Our sexuality, 
consumption o f alcohol or use of drugs may be regarded as deviant or
16
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excessive...We may have a grandparent with learning disabilities... We may 
have been bom on farms, live on council estates or in deepest suburbia...Any 
of these experiences should be invaluable in our work .. .They are all evidence 
from which we make judgements in our everyday lives. Why not in our 
clinical practice and research? (p. 8)
We are surrounded by a vast body of evidence and he proposes a move forward in 
training, practice and research through promoting novels on reading lists as legitimate 
alternatives to textbooks. The use of film clips from cinema or plays could be used to 
illustrate mental distress. Discussion groups could be introduced to incorporate the 
exploration of personal experiences and common sense approaches to helping under the 
supervision of course team members (Newnes, 2001b).
Assessment/evaluation
In addition to providing teaching and opportunities for practical learning, users wish to be 
involved in assessing students performance (Curie and Mitchell, 2004; Levin 2004). 
Curie and Mitchell (2004) suggest assessment of trainees’ performance on placement 
should not only involve direct observation by supervisors but should also include 
feedback from users. Levin (2004) highlight the need to address who is involved, how 
feedback is provided, and by whom (user, university tutor, or an independent person). 
We need to consider what happens when there is a difference of opinion, what weight will 
be given to user and tutor evaluations of performance.
Issues and Dilemmas
Forrest et al (2000) note that the “challenge o f achieving true involvement...rather than 
tokenistic consultation is huge” (p.54). This is often presented as a barrier to 
involvement. Soffe (2004) reports feedback from Clinical Psychologists that user 
involvement may not be acted upon in a significant way
17
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What’s left for user involvement is that bit about, well you [service users] get 
to decide what colour the curtains are...And that’s actually all we are going to 
ask you about” (p. 16).
To avoid user involvement simply being the “sauce on someone else’s sandwich” 
(Campbell 2001a: 10) we need to address who is involved in the provision of training, 
where we hold subsequent meetings and training, and if professionals are the hosts how 
we invite users to participate in this (Goodbody, 2003). Gelsthorpe (2001) advocates the 
necessity of user involvement to be seen as a fundamental aspect of professional practice 
rather than an “optional extra” (p.47). User involvement is not just about fitting in to 
existing curriculum but involves a radical shift and therefore user involvement requires 
careful consideration and planning so that it can be implemented in a successful way 
(Forrest et al, 2000).
Campbell (2001a) identifies that whilst ‘partnership’ language may insinuate equality and 
collaboration. In practice this is seen as more comfortable by those who are inviting in 
comparison to those who are invited. This may conceal underlying power imbalances or 
create difficulties in addressing them. One way of addressing this power imbalance is to 
enable trainees to attend training where service users would like to provide it, rather than 
assuming that they will come into universities or our places of work (Harper et al, 2003).
User involvement often presents us with concerns regarding representativeness and issues 
of diversity. Forrest et al (2000) question the sample in their study and identify a 
common mistake of assuming service users to be a homogenous group. They reflect that 
this may demonstrate wider attitudes towards users of having similar perspectives and 
experiences rather than being unique individuals. They identify the issue raised by 
Beresford (1994) that the “representativeness o f policy makers and professionals” is 
“rarely challenged in the same way” (p.54). Perkins and Goddard (in press) state, “the
18
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charge of ‘unrepresentativeness’..,is generally reserved for user and carer members...to 
dismiss or marginalize their input” (p.4). They further note that diversity amongst 
professionals is seen as fundamental to multi-professional work, yet diversity amongst 
users can be regarded as problematic.
Forrest et al (2000) identify that service users may not share concerns of 
representativeness. The users in their study believed user organisations generally 
represented their views and perspectives. Therefore “who are we (as professionals) to 
question this?” (p.54). This issue should be raised and discussed so as to inform us rather 
than hinder our understanding or act as a barrier to user involvement. We should begin 
by working with those representatives or groups that are “most motivated to be involved, 
and most able to represent user views” (p.54).
Gay (unpublished) identifies that users do not assert themselves to be representative and 
that we should not expect any individual to be representative of anything other than their 
own view. He suggests that it is the responsibility of professionals to “find representative 
views -  if that is possible” (p.3). He discusses the challenge of identifying the views of 
‘hard to reach’ groups and suggests that this is our responsibility and we should “go to 
where people go”(p.4) to achieve this. Davis, Holden and Sutton (2001) suggest that 
successful involvement requires “active participation o f large numbers o f men and 
women from a range of age, ethnic, lifestyle and cultural backgrounds” (p.38).
To avoid the unnecessary issue of assumed identical views and experiences and to 
increase diversity of those involved, courses could invite groups of users or 
representatives from user organisations (Harper et al, 2003). It could be argued that 
service users may feel more comfortable presenting to trainees as a pair or part o f a group 
as this may reduce some of the pressure and increase confidence. It would also allow for 
flexibility for example if one user became ill or felt unable to do the training the session 
wouldn’t necessarily have to be cancelled. This is an important consideration given that 
individuals with a mental illness may have a number of added pressures (such as financial
19
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pressures, debilitating medication and the possibility of relapse) than other individuals 
involved in training (Newnes, 2001 a).
It can be uncomfortable for professionals to hear negative views about training from users 
when they may have invested a great deal in the curriculum. Forrest et al (2000) 
highlight one user’s view that “the most important thing nurses can do is abandon their 
training” (p.53). However the discrepancy of views identified in this study were 
fundamental and they suggest that such diverse views should be seen on a continuum 
rather than either/or.
Campbell (2001b) notes further resistance to user involvement.
On one hand professional organisations publicly encourage the greater 
involvement of service users...and acknowledge the legitimacy of direct 
experience, however on the other there is resistance to non-expert views 
(p.88).
Users views might not be given the same weight as professional views “It’s about 
scientific practice and expertise...professional knowledge...by asking people who 
AREN’T experts would maybe undermine that” (Soffe, 2004: 16). The diversity of 
individual views presents us with a challenge. “The involvement of users and relatives is 
meaningless if their views are disregarded as soon as they disagree with professionals” 
(Perkins and Goddard, in press: 3). Cook, Childs and Tyrell (2001) highlight staff 
acceptance o f user involvement as a major challenge and identify that staff attitudes are a 
vital aspect of successful user involvement.
Whilst user involvement is generally seen as positive, there is an awareness that 
consultation leads to “limited ‘real’ involvement and influence” (Forrest et al, 2000: 55). 
Teggart, Duffin and Gharbaoui (2001) report how a user “described a personal sense of 
empowerment due to her involvement” however she also expressed “frustration at the
20
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lack of movement on some key issues” (p.31). This highlights the “danger of failing to 
act on the information gained” (Diamond et al, 2003: 623). We need to take action and 
feedback the usefulness of users input and show that we are actively responding to their 
contributions as demonstrated by Curie and Mitchell (2004) in their response to input 
from a user advisory group.
We may not always be able “to address suggestions made by users, but explanations and 
appropriate responses should be offered by services” to prevent “listening but not acting” 
(Diamond et al, 2003: 623). Involving users in selection panels for clinical psychology 
appointments (Long et al, 2000) has been considered to have “PR value” (p.39), showing 
that they were actively using users views and were not simply “paying lip service” (p.39) 
to user involvement. They believe such action reduces “them and us” thinking.
The need for users to receive payment for their contributions and expertise has been 
recognised. However there is a great deal of variation in rates of payment and as yet no 
nationally agreed rates (Levin, 2004). Fees can be paid at various rates (hourly or daily), 
which can be based on those paid to external lecturers or agreed by user groups. They 
can involve monetary payments or payments in ‘kind’ whereby users are offered gift 
vouchers, pre-paid and arranged activities, or help with equipment costs (Levin, 2004). 
Levin recognises that any expenses users incur should be reimbursed. These include 
travel expenses, which may be substantial should an individual have to travel long 
distances or group travel is necessary. Users may need to cover additional costs such as 
childcare or employing personal assistants. There is a need to fund the provision of 
accessible venues, equipment and refreshments. Soffe (2004) identifies that “access to 
secretarial staff, access to computers, access to general office equipment...having the 
photocopying facilities, all o f that available to you makes it so much easier” (p. 17).
Levin (2004) presents further challenges regarding the timing and methods of payment. 
Users often have low incomes and do not have the resources to pay for costs in advance 
and then claim them back at a later date. Many users may not have bank accounts and
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may therefore require cash payments. The complexities of completing claim forms and 
delays in reimbursing expenses highlight the need for flexibility in payment. Potential 
solutions include arranging and obtaining funding in advance or providing regular 
payments to reduce paperwork and prevent delayed payments. Rules regarding how 
much money users are allowed to earn (if receiving benefits) is confusing and may 
impede user involvement (Levin, 2004) or restrict the amount paid (Cheseldine et al,
2001). A Mental Health Foundation document offers guidance on these issues for both 
organisations intending to introduce user involvement into their work and for users 
themselves (Scott, 2003).
Newnes (2001a) acknowledges, “supporting user involvement can be a slow and not very 
rewarding process. But what else can we reasonably do?” (p.21). Attending meetings, 
generating discussions, implementing changes, and providing feedback and the necessary 
training and support can be seen as time consuming (Curie and Mitchell, 2004). However 
they have also demonstrated that investing time and resources can prove fruitful.
Cook et al (2001) note that positive outcomes of user involvement, such as (Long et al, 
2000) have supported the continuation and development of the involvement process. 
However there is a need to evaluate service user involvement. Campbell (2001b) notes 
that:
There is almost no research on how user involvement in training mental 
health workers is developing...although there are good service user trainers 
available, it is difficult to grasp a sense of direction (p.88).
Gay (unpublished) comments on the barrier often raised regarding the inability to 
measure involvement. He notes that this is possible but that “This needs to be done by 
more skilled, experienced, creative and innovative people...perhaps we need to ask those 
people.. .we often call them patients and carers” (p.6).
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Conclusion
There has been a increasing interest and focus on user involvement through training 
events and conferences. This too is reflected in the growing literature. User involvement 
presents us with particular challenges and has had varying degrees of success. However 
despite a number of difficulties the above examples have highlighted that the process of 
user involvement can be meaningful if we can respect and learn from each other.
The debate surrounding user involvement has shifted from whether users can and should 
be involved, to the question of how, when and where to involve users. We have 
progressed to the extent that users no longer have to justify their involvement and we are 
working towards further achievements. We need to acknowledge that ‘bridging the gap’ 
will take time and our initial attempts may not be successful. In the meantime we can 
learn from our contributions and experience in our search to achieve successful 
involvement in training. May (2001) comments that the psychology profession is “well 
placed, with their emphasis on understanding experience and collaborative approaches to 
strive to embrace such changes” (p. 16).
The service user/survivor movement has presented a number of ehallenges to mental 
health services and individual professions including clinical psychology (Goodbody, 
2003) and it is necessary for clinical psychology training courses to address these issues 
by providing the necessary support, education and resources to enable future clinical 
psychologists to obtain the knowledge, values and skills they will require (Harper et al, 
2003).
Whilst there are many challenges to successfully achieving user involvement in 
professional training it is important to note the many benefits. The value of a user 
advisory group and their impact on a clinical psychology training programme has been 
reflected upon by Curie and Mitchell (2004). They comment on the potential advantages 
of working in this way and how this has impacted on them personally as well as
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professionally. They identify a number of possible benefits including mutual respect, 
increased control for service users in provision of services, a move away from ‘them and 
us’ thinking, and a more collaborative approach to identifying what is necessary and 
achievable in terms of providing services.
In conclusion whilst there is a growing wealth of literature highlighting issues 
surrounding user involvement in professional training and some even making suggestions 
about how we might do this. There is an obvious need for research into this area to 
evaluate how we currently involve users so that ultimately it may inform and develop our 
practice.
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Professional Issues Essay
Under the proposed reforms to the Mental Health Act 
Clinical Psychologists will be able to assume greater 
involvement in the processes o f  ‘sectioning' arid 
supervising the treatment o f  people who are subject to 
compulsion. What are the advantages and disadvantages 
o f our profession getting involved with these processes? 
What issues and dilemmas might need to be considered by 
Clinical Psychologists as they make a decision about 
whether or not to accept these responsibilities? How would 
you decide?
December 2005 
Year Two
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Introduction
The Government has proposed numerous changes to the current Mental Health Act 
(DoH\ 1983). If these changes become law it is likely that they will affect us all as 
psychologists regardless of the client group we work with and the act will apply across 
the lifespan (Cooke, Harper and Kinderman, 2001). It is therefore important that 
psychologists are informed about the changes and involved in the debates. We can 
“no longer sit on the fence. The proposed reforms to the Mental Health Act force our 
hand” (Diamond, 2002:10).
This essay will seek to describe some of the proposed changes briefly, with a focus on 
the role of the clinical psychologist in the processes of ‘sectioning’ and treatment. It 
will discuss the advantages and disadvantages of our involvement in these processes. 
It will address whether we accept these additional responsibilities and the issues 
involved in making this decision. Finally it will look at how we might make a 
decision.
Cogan (2004) acknowledges the difficulties in keeping up to date with the changes 
and the issues raised by stakeholders, f  have however undertaken this task in writing 
this essay and shall attempt to do this, as I  agree with Everill, Cox, Kelly, Bahia and 
Gupta (2001) that our profession should be aware o f the proposed changes and 
involved in discussing the issues arising from this. Prior to reading for this essay my 
knowledge o f the changes was somewhat limited. Given that the proposed reforms 
are likely to have a huge influence on our role in working with any client groups, 1felt 
that it was important to be informed and therefore 1 chose to write this essay.
* Department o f  Health.
 ^Parts o f  this essay will be written in the first person and/or in italics to emphasise personal reflection 
without disrupting the flow o f  the text.
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The Proposed Reforms
History of the Changes
In 1998 the government revealed plans to complete the first comprehensive review of 
mental health law since the 1950’s^ . In 1998 an expert committee was established to 
make recommendations for legislation relating to the Mental Health Act and 
community treatment. This culminated in the Richardson report being published in 
July 1999 (DoH, 1999a). A Green paper “Reform of the Mental Health Act 1983” 
was produced in November 1999 (DoHj 1999b). This was followed by the 
publication of the White paper ‘Reforming the Mental Health Act 1983” (DoH, 2000). 
The white paper consisted of two sections, “The New Legal Framework”, outlining 
changes to the current act and “High Risk Patients”, focusing on people who have 
been labelled/diagnosed as having a personality disorder who are also thought to be 
dangerous. Following this, a Draft Mental Health Bill (DoH, 2002) and consultation 
document were produced. The consultation ended in September 2002, and responses 
obtained were used to develop the Draft Bill further. In September 2004 a revised 
draft was published (DoH, 2004). The revised version was subjected to a pre­
legislative scrutiny by a parliamentary committee who issued a report in March 2005 
(Joint Committee, 2005a). The government has since responded to their 
recommendations (DoH, 2005).
The role of the Clinical Psychologist
The proposed reforms have introduced many changes, which are likely to have a 
substantial impact upon clinical psychologists'^.
 ^The current (1983) mental health act simply updated the 1959 act, without making any major changes. 
Whereas the current proposed reforms to the legislation offer a substantially different treatment model.
'*  Due to restrictions o f  the w ord limit I  have had to be selective. I  will discuss some (but not all) o f  the 
proposed changes and elaborate on those pertinent to the essay title throughout.
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Definition of Mental Disorder
The Draft Mental Health Bill (DoH, 2004) proposes a broad definition of mental 
disorder, “An impairment of or disturbance in the functioning of the mind or brain 
resulting from any disability or disorder of the mind or brain” (p.21). This more 
flexible definition is a positive move away from labeling and categorising individuals, 
despite a number of concerns about its vagueness (Black, 2002). Whilst the intention 
is to reduce the numbers of people detained such a broad definition may lead to an 
increase in numbers (Cooke, Harper and Kinderman, 2002; Kinderman, 2002b, 2003).
As this definition will be used in terms of deciding what constitutes a ‘mental 
disorder’ and therefore who will be detained, Cooke, Harper and Kinderman (2002) 
believe that this is an area where psychologists may offer useful contributions. Whilst 
the move away ft"om ‘diagnosis’ is welcomed it has been suggested that specific 
functional criteria should be included, such as the issue of capacity to give informed 
consent (Cooke, Harper and Kinderman, 2001, 2002b). Unless this is clarified, even 
more individuals may unnecessarily be detained. The BPS  ^ has suggested that the 
definition include the following criteria; “the mental disorder is of a nature or severity 
so as to impair the individuals’ judgement to the extent that the individual is incapable 
of making valid decisions about health care” (Kinderman, 2002b, p.3) .^
Approved Mental Health Practitioner
The approved social worker (ASW) in the current act will be replaced by a suitably 
trained mental health professional. This will mean that psychologists and other 
professionals could be involved in the process of detaining people under the new 
legislation.
Clinical Supervisor
The clinical supervisor replaces the existing role of responsible medical officer 
(RMO). The role of RMO is currently only carried out by doctors; however other
 ^British Psychological Society.
® The new Mental Incapacity Bill will be key in issues regarding capacity to consent. However a 
discussion o f  this legislation is beyond the scope o f  this essay.
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professionals (particularly clinical psychologists) may be expected to become clinical 
supervisors.
Emphasis on Risk
Despite the inaccuracy of risk assessment and a lack of effective tools for measuring 
risk, it seems that risk is central in the new legislation (Cooke, Harper and Kinderman,
2001). There are concerns that an emphasis on risk and risk assessment will 
encourage an already existent ‘blame’ culture in services (Cooke, Harper and 
Kinderman, 2002). Increased responsibility may encourage people to be overly 
cautious in assessing risk and subsequently demonstrate more ‘false positives’. It is 
feared that this will mean an increase in unnecessary detentions.
Cooke, Harper and Kinderman (2002) question whether an emphasis on risk will take 
priority over the best interests of the service user, as there seems to be an assumption 
that compliance is the most effective way to manage risks identified. Everill et al 
(2001) express concerns regarding the power to detain a person based on what they 
might do rather than what they have done. This is not only seen as an abuse of human 
rights but as an unhelpful response. It not only burdens those making the decisions, 
but may lead to abuse of power over those “often already marginalised, oppressed and 
abused” (p.7).
Professionals will be expected to disclose patient information in circumstances where 
there are concerns about risk. Cooke, Harper and Kinderman (2001) highlight the 
difficulties and potential effects of this proposal. The BPS believes it could be 
deemed abusive if people are discriminated against as a result. An emphasis on 
information sharing may reinforce the inaccurate stigma that mental distress is linked 
with risk (Kinderman, 2002b).
Compulsory Care Plans
Clinical teams and the clinical supervisor will produce care plans that can be 
compulsorily implemented if necessary either in hospital or in the community. The 
introduction of a focus on ‘assessment and care plans’ rather than the traditional
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model of ‘diagnosis and treatment’ is welcomed (Cooke, Harper and Kinderman; 
2001, 2002). Taylor, Gillmer and Robertson (2003) argue that as psychologists our 
contributions to care plans are fundamental. Through our formulations becoming 
central in this process, we can influence the understanding of a person’s distress and 
possibly the treatment offered. Cooke, Harper and Kinderman (2002) suggest that 
rather than forcing people to accept interventions they do not find helpful, we should 
offer treatments that people want, as they are more likely to be effective.
Compulsory Community Treatment
Rather than being detained in an inpatient setting some people may receive 
compulsory treatment in the community. The BPS supports the notion of treatment in 
less restrictive settings but believe that community settings would be inappropriate 
and instead should be carried out in specialist clinical environments^ (Kinderman, 
2002b). There are concerns that the introduction of community treatment will further 
increase the number of people who are detained as currently the number of hospital 
beds available limits this (Cooke, Harper and Kinderman; 2001, 2002).
Taylor et al (2003) welcome this introduction particularly for the care of people with 
learning disabilities. They believe that the provision of services for this client group is 
currently limited and restricted to “dangerous and damaging situations” (p.35). The 
opportunity to offer assessment and treatment in community settings is an 
improvement to the services these vulnerable clients currently receive. This move 
towards mainstream services for people who have previously been excluded into 
specialist settings is also in line with the principles of “Valuing People” (Department 
of Health, 2001).
Mental Health Tribunals
Beyond 28 days, compulsion will have to be authorised through a mental health 
tribunal. The tribunal will include a panel of three people and be chaired by a lawyer. 
They will obtain information from experts (which could be clinical psychologists), the 
clinical team, the patient and his/her representatives. Psychologists may have a role as
’ How this would differ from current inpatient environments is unclear.
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a clinical member of the tribunal. Currently the tribunal has a medical member, 
however under the new act an independent medical view will be provided by a 
medical member of the expert panel, and so there can now be a range of professionals 
on the tribunal.
The BPS argues for further involvement of the tribunal and that all decisions 
regarding compulsion should be made by an independent judicial body. It is believed 
unethical for a clinical supervisor (and multidisciplinary team) to make such decisions 
without second opinion or legal consideration (Kinderman, 2002b). The BPS has 
suggested that the tribunal should be called within ten days*.
Dangerous and Severe Personality Disorder
The proposed reforms have introduced a whole section to address those that services 
find challenging to work with; people labeled/diagnosed with personality disorder 
who are also considered to be dangerous. The introduction of this part of the reforms 
is believed to be unhelpfully based on risk assessment^.
Cooke, Harper and Kinderman (2002) suggest the concept of ‘personality disorder’ is 
ambiguous and circular (it is used to explain itself e.g. “behaviours arising from the 
disorder”). The definition is broad and without safeguards may increase the numbers 
of people not only diagnosed and but detained. The move away from ‘untreatability 
may also increase the numbers of people detained (Cooke, Harper and Kinderman,
2002). It is feared the proposals are driven by a political agenda for public order, and 
will lead to further stigmatization for this group of people (Royal College of 
Psychiatrists, 1999).
* Rather than the proposed 28 days.
® The inaceuracy o f  risk assessment and the likely inerease in ‘false positives’ has been discussed above 
and I shall not reiterate the problems associated with this here.
Where people whose personality disorder was deemed untreatable and often served as an excuse for 
services not to treat those who challenged them.
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Involvement o f Psychologists in the Processes
Recognition and Status
The acknowledgement that clinical psychologists have the skills, knowledge and 
experience to fulfill the clinical supervisor role is welcomed (Kinderman, 2002b). 
However there are concerns about the long-term impact upon the profession if we 
accept these powers (Cooke, Harper and Kinderman, 2001).
Compulsion based on criteria rather than diagnosis fits with our psychological 
approach to mental health (Kinderman, 2002a). Our assessment and formulation 
skills will be fundamental in effectively carrying out the new roles under the proposed 
reforms. Our ability to recognise each individual’s experience as unique may mean 
we are well placed to carry out the role.
The broad criteria in the proposed reforms will impact on a wide range of groups, such 
as people from ethnic and cultural minorities, people with sensory impairments, and 
people with learning disabilities or neurological conditions (Kinderman, 2002b). 
Many of whom may have communication difficulties which may be exacerbated by 
distress. Our training offers us the opportunity to work with a range of people and has 
a stronger focus on working with difference and diversity than other professional 
qualification training'^ I  am not implying that psychologists will always approach 
working with people in the most appropriate way or do a better job than others. I  am 
merely suggesting that our training places us in a good position to work with such 
difference and diversity.
The introduction of the clinical supervisor extends the original role by allowing other 
professionals to make decisions, whereas the current act involved “the RMO making 
decisions on behalf of other professionals which were outside his or her competence” 
(Black, 2001:3). Black raises some of the difficulties in his experience where the 
success of therapeutic interventions has been jeopardized by inappropriate action or
As far as I am aware from my discussions with colleagues.
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inaction of the RMO. Black (2002) sees the extension of the clinical supervisor role 
to psychologists as an “enabling advance not a corrupting power” (p.6).
Levenson (2001) suggests the inclusion of the profession in the proposed reforms 
could raise the status of the profession. Whilst I  see this as important, it should not be 
our main reason for accepting the roles. We should consider those who it is affecting 
most, the service users, without whom we would not be employed.
User Views
Service users oppose many of the changes and fear that the vague definition of mental 
disorder, extension of powers to a wider group of professionals, and a focus on risk 
assessment will lead to further discrimination against an already disadvantaged group 
(Holmes, 2002). Holmes states that he is not aware that service users have fought for 
psychologists to take on proposed roles, or that any other group believe that 
psychologists would do a better job than any other professional.
Holmes is not aware of anyone who has experienced compulsory treatment as positive 
or beneficial. Service users have compared these experiences to being raped, and 
have shared their feelings of being damaged, and subsequent lack of trust. This I  find 
worrying and I  am wary o f becoming involved in a process that can have such an 
awful impact on people. Despite our best efforts to do things differently I  have no 
evidence that this process will be experienced any differently. Holmes fears 
psychologists will be grouped with professionals who currently have these powers, 
whom users are extremely cautious about discussing their distress with.
Increased Choice
Currently people detained are often subject to the limited treatments available in 
hospital settings. The proposed changes may reduce the restrictions imposed by these 
environments and allow a greater variety of treatment options (Barry, 2001). Users 
would like to be offered a wider range of ways to manage their distress, including 
psychological interventions (Homes, 2002). If psychologists become clinical 
supervisors they may be able to offer or recommend in alternative treatments.
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Barry (2001) suggests that the introduction of the clinical supervisor role may promote 
the involvement of psychologists with highly distressed people “who traditionally we 
do not work with”. Whilst this may prove challenging, such a challenge should be 
welcomed as it may encourage us to think about ways we can work with these people 
and develop psychological interventions further.
Power
It is possible that the powers under the proposed reforms may push the already 
existent power imbalance further. Therefore we need to think about the impact of this 
on our work, whether we would be comfortable with this, and how we might 
overcome it. It could be argued we would also have the power not to detain.
Issues involved in decision-making
Ledwith and Stowers (2001) question whether we can be considered competent 
enough to make decisions about admissions and discharges if we have not had 
experience working within such settings. It is not yet clear whether all clinical 
psychologists will be expected to take on the role, but given that we chose to work 
with a particular client group after qualification, many clinical psychologists may not 
have worked in an acute inpatient setting for some time or may only have limited or 
no experience. Will then only those working in the mental health or forensic services 
be expected to fulfill the role of clinical supervisor?
Will we do a better job?
Some argue that psychologists should take on the role of clinical supervisor. These 
decisions may be
based on a myth that psychiatrists, at times, unnecessarily section people 
and that psychologists.. .would be less likely to take this course of 
action...would be in a stronger position to advocate for clients threatened
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with sectioning, or at least recommend less intrusive interventions. 
(Everill et al, 2001:6-7).
They challenge the assumption that psychologists would do a better job. Psychiatrists 
may be more likely to ‘section’ people they are assessing'^ as a result of the legal 
responsibility they have. Given this responsibility psychologists are likely to make 
similar decisions about detaining people. Holmes (2002) and Diamond et al (2005) 
highlight the evidence to support this from experiments in social psychology which 
have shown how people’s behaviours can be significantly influenced by the roles they 
assume. It is questionable as to whether we would actually do a better job as there is 
“no evidence in favour of this view” (Radcliffe, 2003:4).
As for recommending less intrusive interventions, psychological interventions may 
not necessarily be experienced by a distressed individual as less harmful or intrusive 
than their medical counterparts (Everill et al, 2001). However “sectioning is about 
detaining only” (p.7) and currently powers under the act involve deciding whether to 
detain a person, but not recommending specific treatment. Whether the clinical 
supervisor having greater knowledge and experience of treatment interventions might 
change this remains to be seen.
Ethics and alternatives
Everill et al (2001) question whether aspects of the role ‘sectioning’ and compulsory 
care orders are indeed ethical or moral responses to distressed individuals. Many have 
indeed suggested alternative ways we might respond to an individual’s distress rather 
than resorting to ‘sectioning’ (May, Hartley and Knight 2003; Knight, 2002). Hartley 
discusses her own experience of being ‘sectioned’ and view that community treatment 
orders will be counterproductive as they will induce fear and reduce the likelihood 
that people will seek help (May et al, 2003). They argue that not only is compulsory 
treatment a dehumanising experience likely to distance people from services, but that 
it is a violation of article 5 of the United Nations Declaration of Human Rights and 
therefore should be opposed by all professionals including psychologists. The broad 
definition of mental disorder coupled with an emphasis on risk and the power to detain
Compared to those who have regular contact with the person.
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people thought be at risk or considered dangerous is deemed to be an abuse of human 
rights and incompatible with human rights act (Kinderman, 2003). As psychologists 
we need to think about the ethics involved in detaining such people.
Impact upon the therapeutic alliance
Many (Everill et al, 2001; Black, 2002, Diamond, 2002) have argued that having the 
power to ‘section’ people will have a negative impact on any existing or potential 
therapeutic alliance. Given the evidence demonstrating the importance of the 
therapeutic relationship in the success of any intervention (Roth and Fonagy, 1996), 
this would seem key to our decision making. Service users often see us as somewhat 
removed fi'om the ‘system’ and perhaps are more likely to be open about their 
experience of distress (Cooke, Harper and Kinderman, 2002). It is possible that the 
powers of detention may restrict the conversations we have with our clients such that 
our relationship may echo that between a psychiatrist and his/her patient. Black (2002) 
recommends that we need to proactively protect existing and future therapeutic 
relationships.
Black (2002) proposes that where the therapeutic alliance may be threatened by the 
clinical supervisor role, there should be a voluntary/selective system for appointing 
the role. There is no evidence that psychologists will be expected to become clinical 
supervisors for cases where it is felt their skills would be better used as a therapist. 
(Taylor et al, 2003).
Can we opt out?
It is not clear whether the new roles will be compulsory or optional. There is concern 
that the new roles outlined will not be optional or will be associated with career 
progression (Radcliffe, 2003; Diamond et al, 2005). Holmes (2002) highlights that if 
we do have a ‘choice’ this may be redundant, as employers under pressure to follow 
government legislation may be more likely to employ those willing to take on the 
roles.
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Will it split the profession?
Some believe that the proposed reforms without further discussion and consensus may 
split the profession (Diamond, 2002; Holmes, 2002). A survey of DC?'* members’ 
views, has demonstrated that opinion is divided. Despite 71% believing the 
profession should be open to the ‘clinical supervisor’ role, only 52% would be willing 
to adopt this role with appropriate training (Cooke, Kinderman and Harper, 2002). 
Diamond (2002) questions why so many were open to the clinical supervisor role, 
given the numerous concerns that have been expressed.
The methodology of this survey has been criticised and the authors themselves 
describe it as a “quick and dirty” questionnaire carried out to tight deadlines due to the 
continual but fast moving discussions with stakeholders. There were concerns about 
the representativeness of the sample, the low response rate (16.4%) and the use of 
leading questions. The authors were content with the response given the limited 
correspondence received by the BPS and DCP. I  wonder whether the response rate 
reflects the lack o f awareness at the time o f the proposed reforms and whether 
conducting a similar survey at present might be more fruitful. Rather than criticising, 
I  believe they should be congratulated for their attempts to raise our awareness, and 
we should reward this by speaking out and sharing our thoughts and concerns.
How do we decide?
As clinical psychologists we sometimes shy away from the responsibility o f decision 
making and this part o f the essay has certainly proved challenging for me, given my 
limited experience and disinclination to engage in decision-making processes. Barry 
(2001) highlights the discomfort experienced by psychologists, but questions the 
alternatives and highlights that we cannot change the system by distancing ourselves 
from it. Our ambivalence is understandable but ignorance and a lack of action may 
have long lasting costs not only for the profession but for service users too (Cooke, 
Harper and Kinderman, 2002).
Division o f  Clinical Psychology.
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The proposed reforms are multifaceted and the response of the profession to these 
changes requires careful consideration (Kinderman, 2003). Many have contributed to 
discussions regarding the proposed reforms and have opened an invitation to debate in 
‘Clinical Psychology’'''. The only survey carried out to date was a brief 
questionnaire'^ with a low response rate. Diamond et al (2005) suggest that given the 
huge implications of the proposed changes on the profession, an official ballot is 
warranted. However many may still be relatively uninformed and it may be necessary 
to investigate psychologists ’ understanding o f the changes also.
Without sufficient information it is questionable as to how we can make this decision. 
Further still there is confusion over the legislation and one might argue that we cannot 
make this decision until we are clear what the proposed changes are and understand 
how they might impact both psychologists and service users. However if we wait for 
clarification, we run the risk that the changes will be implemented, without the 
opportunity to make such a decision.
Resource Implications
Clinical psychology is a relatively small profession, with many demands on our time. 
We need to consider the increased workload that will accompany the role of the 
clinical supervisor and whether the addition of this role to our job description will 
interfere with existing roles or reduce therapeutic contact time (Everill et al, 2001; 
Radcliffe, 2003).
A factor, which may influence a decision is whether we receive additional pay. 
However there has been no suggestion of this and under the current act ASWs do not 
receive additional payment for this role (Holmes, 2002).
It is not clear whether we will be expected to work ‘out of hours’ or prioritise work 
under the Mental Health Act over regular client or other work. Given the time 
involved in the process of ‘sectioning’ under the current act, this could potentially
The peer journal o f  the Division o f  Clinical Psychology. 
This survey is outlined above.
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have a huge impact on our ability to carry out our jobs. The additional workload may 
not only have an impact on our professional abilities but also on our personal lives 
(Holmes, 2002).
Kinderman has suggested that standards for clinical supervisors be set high and that 
initially only small numbers of psychologists should adopt this role. The DoH’s 
workforce planning estimates of approximately 5% of clinical supervisors being 
psychologists is deemed reasonable (Joint Committee, 2005b).
Other’s Views
Everill et al (2001) suggest that we should ask those with direct experience of being 
“sectioned” themselves, rather than assuming as we often do'^ that our own views are 
more valid.
It may also be beneficial to ask our colleagues who have been carrying out the 
equivalent roles under the current act. Holmes (2002) asked a Consultant Psychiatrist 
and ASW their thoughts about clinical psychologists having formal powers under the 
new act. They highlighted a number of reservations:
Sectioning someone often massively damages the relationship I can have 
with a client...Sectioning is...emotionally damaging to both clients and 
myself...I become the agent of social control...it isn’t something I entered 
the profession or spent all those years of training to do. I would give 
anything not to have to do it (Consultant Psychiatrist, p.43).
You will become...disliked and not trusted. People won’t want to see 
you... You will have less and less time to help people...as all of your time 
gets taken up with operating the act...Your profession will change...You 
should stay independent, in fact be more independent. (Social Worker, 
p.43).
Although we do always admit to it.
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Diamond (2002) questioned colleagues carrying out duties under the current 
legislation. They all stated that they would prefer not be involved in the process of 
mental health act assessments and detention.
A survey of specialist registrars’ views on the proposed reforms (Spencer and 
Grégoire, 2002) highlights similar concerns about the proposed changes. Despite a 
good response rate, the sample size was small and limited to a specific geographical 
area and therefore the findings may not be generalised to other areas. The results of 
this survey suggest that the changes may have a negative impact on the future 
recruitment and retention of senior staff in psychiatry. I  wonder if this might mean 
further pressure for psychologists to take on the clinical supervisor role if  
psychiatrists are opposed to the changes and roles outlined, particularly in the context 
o f recruitment and retention difficulties. It is possible given their dissatisfaction with 
their current role o f detaining people (Diamond, 2002; Holmes, 2002) that 
psychiatrists might even see this as a way out, a way to pass on these duties to other 
professionals. Taylor et al (2003) suggest we should embrace the clinical supervisor 
role, that we should not pass the buck and expect other professionals to carry out such 
a difficult job, or indeed criticise their efforts.
My thoughts
As a trainee I  certainly would feel anxious about taking on the proposed roles in the 
future. I  would want numerous safeguards in place, such as greater experience and 
knowledge o f the process, the opportunity to observe and learn from others, training, 
supervision and support. Even then it is debatable as to whether I  would choose to 
take on this role.
On my adult placement I  had the opportunity to observe an ASW doing a Mental 
Health Act assessment and was asked for my opiniof^. It was an extremely difficult, 
lengthy process and I  felt very uncomfortable about making a decision about whether 
to detain the individual (as did the ASW). I  also encountered Mental Health Act 
assessments as an assistant psychologist with people with traumatic brain injuries.
My opinion had no bearing on the actual decision. The ASW  asked for my opinion later during 
discussions and reflections about the process.
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These experiences have not been positive and I  am reluctant to be involved in this 
process. However I  am also aware that in some situations detentions may be the only 
option at present and we need such systems in place. Although I  think we need to 
consider how the process can be improved or alternatives to compulsion, and believe 
that this is where we should focus our energy.
Conclusion
Given the conflicting views I  wonder if  we will ever come to a consensus or whether 
we should expect to. Psychologists may be waiting on parliamentary decisions before 
acting. However there are numerous difficulties with changing legislation once it is 
drafted (Cooke, Harper and Kinderman, 2002). I  would argue that we should not be 
focusing on whether we can or will carry out roles identified in the proposed reforms, 
but instead thinking about how we can challenge them in their draft stage, before they 
are agreed. Otherwise we may find ourselves stuck in system trying to make changes 
which are set in law whereas now we have the opportunity to raise our concerns.
I  would also suggest that our involvement in discussions relating to the reform o f the 
MHA means that we are already engaged in the process and therefore the decision 
has already been made. However having contributed and invested so much in the 
discussions to date, can we really turn around and say actually no we don’t want to be 
involved?
It seems likely that the act will be passed at some point. We therefore need to start 
planning for the implementation of the act, it is important that we think about the 
issues of training, workforce planning, relationships with other professionals, and 
supervision and support. The impact on how we as a profession will be perceived by 
clients, professionals and the public also needs consideration (Kinderman, 2003).
This essay has addressed many of the issues arising fi-om the proposed reforms to 
mental health legislation. I think it is important that we think about and debate the
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changes as they are likely to affect not only the profession but will also affect us on an 
individual level'*. However despite this speculation about the implications of these 
changes we may not realise the full extent of these until we actually experience 
working with the changes. There are always going to be initial difficulties when 
changes are introduced. Unfortunately this may mean that those who suffer will be 
our clients. Perhaps the more informed we are about the changes, the clearer we will 
be about the processes involved. This is important if we are to minimise any negative 
impact on the client.
Both personally and professionally.
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Introduction 
The Task
Tbe initial problem based learning (PBL) task we were presented witb was entitled 
“tbe relationship to change”. We were allocated to groups and encouraged to look at 
and reflect upon tbe meaning of change for ourselves and others including service 
users. We were directed towards theoretical models of change including that of 
Prochaska and DiClemente (1992). We were asked to keep a reflective journal and at 
the end of the six weeks we were required to do a group presentation. Our audience 
included first year trainees, group facilitators, members of the course team and 
placement supervisors.
In writing this account I have called upon my memory of the exercise, the presentation 
and the group process. I have also used my reflective journal, discussions within my 
PBL group, clinical experience and supervision on placement and further discussions 
with peers outside of my PBL group. I am conscious that this is ultimately an 
academic assignment and that I have struggled with its content and structure. I 
believe my clinical experience has allowed me to think more deeply about this, in 
particular how we communicate with our clients. My placement experience has 
encouraged me to see the value of clear communication with our clients and how 
although our jargon may appear clear to us, it can seem like a foreign language to 
most, particularly if experiencing psychological distress. I have therefore considered 
which format is likely to be most clear to the reader. I have chosen to highlight my 
initial reflections on approaching this task. I will then adopt a somewhat 
chronological order to reflect upon the PBL group exercise and presentation following 
my subsequent clinical experience. 1 will conclude by considering further reflections 
having written this account.
Initial Reflections
In the process of writing this account 1 have written and re-written this work as some 
literature (Moon, 2004) suggests. As my thoughts and reflections were put down on
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paper and reflections upon reflections added to this I was conscious of the need to be 
selective to meet the criteria of the word count, and I have tried to incorporate some of 
this development within the writing, but perhaps this would have been more evident 
should I have followed suggestions of Moon (2004) of writing several accounts.
Whilst I have previous experience of reflective practice (attending a reflective practice 
group, writing a journal as part of a counselling skills course, discussions with peers 
and in supervision) I have no prior experience of reflective writing. I found examples 
of reflective writing inspiring but acknowledge that this is a very individual task. I 
have found it difficult dealing with this uncertainty. I thus took the advice of Bolton 
(2001) who suggests that
“Reflective practice is only effectively undertaken and understood by 
becoming immersed in doing it rather than reading about it or following 
instructions” (p. xiii).
Subsequently I chose not to get tangled up in the literature in order to relieve my 
anxieties and instead sit with the uncertainty. This is something I have struggled with 
on placement often reading hoping to find the answer and paradoxically getting 
myself more confused. Whilst I acknowledge the value of the evidence base I feel we 
can get caught up in reading and lose sight of the client. I hope that this approach may 
encourage me to sit with uncertainty in the future. However whilst I have not 
“immersed” myself in the literature, this task has oriented me towards literature that I 
was previously unaware of including a journal dedicated to reflective practice. I am 
keen to consider these resources further and hope that this may have a wider impact 
upon my development.
When I initially approached this assignment I had feelings of fear, uncertainty and 
nervousness. Perhaps these feelings about my writing will have further changed by 
the time it is finished. The idea of challenging and questioning myself initially seems 
quite daunting. Whilst I am able to foresee there may be potential benefits of it.
53
Academic Dossier
Problem Based Learning Exercise One
before carrying out the exercise I am not aware of exactly what these benefits may be 
or how they may impact upon me and I hope to address these later.
Reflections on the Task
I recall feeling worried about dividing up the group task and initially we did the same 
reading and research around the task. I felt a sense of wanting to do everything, and 
not wanting to miss out particularly as PBL was new to me. I wonder if initially there 
were some concerns about trust and uncertainty as part of a new group. In hindsight it 
would have been move effective to allocate one person to do each piece of reading 
and feedback. Now that we as a group have bonded and developed a greater sense of 
trust in each other and in ourselves there is a greater confidence to share the workload.
Our feedback from our presentation was positive, and I believe well deserved. We 
had worked hard on our presentation and we continue to be proud of this work. I have 
included some feedback comments to put my reflections in context:
• “The degree of self-reflection was inspiring to observe”.
Our group experienced a number of changes and our facilitator encouraged us to 
reflect upon these, whilst we initially struggled with this (pre-contemplation) we later 
moved through the stages of changes model (Prochaska and DiClemente, 1992) to 
contemplate, accept, and make preparations to change and act upon this by including 
these reflections in our presentation. Whilst we initially resisted this, we were 
encouraged to move away from content to process issues, which was a hugely 
valuable learning experience.
• “There was support for one another within the presentation” and “I . was struck by 
the level of trust that had developed in the group”.
This shows how far our group has developed and has continued to develop over these 
past three months. The value of such peer support has been highlighted such that it 
has extended to outside of our PBL groups.
• “Need to consider the evidence base further”.
I agreed with this comment and in hindsight would have included more of a focus on 
theory. We chose to touch on theory and focus more on reflection and perhaps the
balance was not quite right. I initially commented that we should include theory in
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our presentation but perhaps did not voice my concerns loud enough. This has also 
taught me the need to speak up within my group, and is something that continues to 
develop within our group as we become more cohesive. The importance of both 
reflection and evidence-based practice has been further highlighted on placement, 
through the challenge of becoming a reflective scientist-practitioner.
• “Capacity to challenge both themselves and the audience”.
On reflection I believe we could have involved the audience more. We involved our 
facilitator within the presentation but perhaps involving the audience further (as we 
would our clients) would have made it a more collaborative venture. This is 
something that has struck me on placement when working with clients and is a 
learning need that I need to focus on further.
The issue of change has been fundamental during my placement and the PBL task has 
complemented this. Something we didn’t address in our initial discussions and 
presentation was how we measure change. This has stuck me on placement and I have 
learnt the importance of monitoring and measuring change, and the numerous ways in 
which we can do this. In hindsight I wonder if it would have been useful to consider 
how we might measure our change, in order to comment upon our development. After 
all we often use various measures to monitor the work we are doing with our clients, 
why not our own development. One measure I have used to think about my 
development over this time has been to consider my reflective journal written as part 
of the task.
On reflection the group has provided us with a useftil forum for reflection and we 
continue to utilise this more effectively. There is still a certain sense of politeness 
within the group however we are striving to be more open. The group provides the 
ideal opportunity to enable us to say things that we find difficult, upsetting or 
uncomfortable and gives us space to test out our thoughts, feelings and reflections. It 
provides us with an opportunity to practice finding an appropriate way to voice these 
things within our practice. We now have the safety as a group and I believe the PBL 
task helped develop this sense of safety, such that we value these meetings and have 
met outside of the structured timetable. A meeting I found particularly helpful was
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after Christmas where I had a number of doubts about my abilities and competence. 
This enabled me to feel safe sharing these difficult feelings particularly when I 
realised that my peers had similar feelings and doubts.
Meeting outside of our PBL groups with other peers has also been beneficial and 
something that I perceive to be a huge change in our development. Initially within the 
PBL task there was a sense of secrecy between the groups. However we have since 
become more able to use each other as resources and share ideas, and this has proved 
to be extremely beneficial. When we suggested meeting across the cohort some 
avoided this, commenting that they didn’t want to confuse themselves further. I also 
wonder if there was still a sense of secrecy and competition. However on the contrary 
I decided to go along to meet with my peers and found it an extremely helpful and 
enlightening experience. What struck me most was the huge variation between the 
PBL groups, perhaps influenced by the different orientations of the facilitators. 
Discussions around this were hugely valuable and urged us to consider thinking about 
these different perspectives further.
Conclusion
Whilst I initially felt anxious about writing this account, looking back I have enjoyed 
this process. It has encouraged me to think more deeply, to make stronger 
connections between my clinical and academic development. It has provided an 
opportunity to be creative as opposed to some restrictions we may feel when writing 
essays. It has felt risky but it has been useful in encouraging me to think about my 
learning to date and learning needs. I don’t know if I feel fully comfortable with this 
uncertainty or ever will, but I have at least acknowledged this and am able to reflect 
upon this more deeply and discuss it further in supervision.
After the presentation the reflective assignment was on my mind, and initially I 
thought there were few changes to be made. However the time lapse and my 
subsequent experiences and opportunities to reflect further have allowed me to stand
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back and consider this as Bolton (2001) suggests, “we need to walk away from things 
in order for them to come into focus” (p.34-35). So yes I am still proud of the 
presentation we gave given our stage in training at that point. However with the 
benefit of hindsight and further experience I feel more comfortable with and see the 
value of questioning and challenging others, and myself such that I may consider what 
I would do differently now.
It is interesting to think about what has shaped my writing (Moon, 2004), my reasons 
for writing this (academic purposes essentially but also to facilitate my own learning), 
the fact that others will view my work and it be assessed, my emotional state at the 
time of writing this, my emotional reaction to writing about something that I have 
enjoyed and am proud of, how safe I feel about the material included, my knowledge 
of reflective writing and how I am able to engage in the process of writing a reflective 
account. Inevitably these factors will have influenced my writing and I remain 
curious about how these have shaped my writing and how it may have been different 
in the event of these factors been different or absent.
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Introduction
The problem based learning (PBL) method was introduced at the beginning of our 
clinical t r a i n i n g O u r  cohort was divided into groups. Trainee group members will 
remain in the same group for three years; however facilitators^® will change each year. 
This PBL task coincided with our first change in facilitator at the beginning of our 
second year of training. We were presented with a ‘problem’ to research and 
subsequently give a presentation. We were asked to write a reflective account 
addressing our experiences, our contributions and learning, and aspects of the group 
process.
In writing this account have called upon my memory of the PBL task, 
conversations within our group, and notes and reflections I have written to myself 
throughout. I have drawn upon my clinical experience and discussions with my 
placement supervisor and peers outside of the group. I have looked to the literature on 
PBL and will refer to this throughout.
The Task
The ‘problem’ presented was the case of the Stride family^ ;^ parents with a learning 
disability and their twin daughters. The issues arising included child protection, 
domestic violence, parenting and learning disabilities. We were asked to think about 
risk assessment and rehabilitation. An important issue in the case was whether the 
children should be adopted. We were asked whose ‘problem’ it was and why.
Conversely to previous PBL exercises we were only timetabled three facilitated two 
hour sessions^  ^ to discuss the ‘problem’ and produce a presentation. As a group we
In September 2004 
^  A  member o f  the course team or clinical psychologist from the region 
Parts o f this assignment will be written in the first person to emphasize my reflections 
^  See appendix one for a copy o f  the problem based learning exercise 
As opposed to the five/six we had been given for previous PBL exercises
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decided this wasn’t sufficient for the task and therefore met outside of the scheduled 
facilitated sessions.
Initial Reflections
The task was introduced at a busy time in our training^ "*. We were finishing one 
placement and starting another in either child or learning disability services. There 
were numerous academic demands upon us at this time (assignments, research 
presentations, generating our major research project and writing a proposal for this, 
alongside a busy timetable of lectures). Whilst I acknowledge that clinical 
psychologists regularly face such demands upon their time, I believe that the context 
in which the task was presented affected my feelings towards the task. I recall feeling 
angry and frustrated with the task. On reflection I wonder how my feelings towards 
my clinical work may be affected under similar conditions. I have recognised the 
need to acknowledge these feelings and to consider the impact of such feelings upon 
my work.
Initially I felt quite separate from the group and the task. I was unwell for one 
facilitated session. Being absent at a crucial time, decisions were made and I was 
somewhat carried by the groups ideas. At the time I did not have the time or energy to 
challenge them. I do not regret this, but wonder if it would have been helpful to share 
these thoughts? Given the timing of the task and additional demands upon me I am 
unsure whether I was fully aware of these thoughts at the time. This has highlighted 
the need to protect space to reflect. In the future we should set aside time for this, 
rather than being led by the task.
I believe the timing o f  this task is important and I shall therefore put it in context
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Reflections on the task
Learning objectives
Whilst we were given prompt questions in relation to the task, the learning objectives 
were not transparent. Dolmans (1994) demonstrated that students only identified 60% 
of the learning intended for PBL tasks. Mopfu, Das, Murdoch and Lanphear (1997) 
highlight the need for openness regarding learning objectives so that the learning 
material is fully addressed. This has led me to consider whether we comprehensively 
addressed the material. I wonder if it would be useful for us to initially spend time 
considering the learning objectives of the next PBL task. If we had initially allocated 
some time to this we might not have felt so overwhelmed.
Group functioning
I don’t feel we functioned as effectively as a group as we have done previously. We 
worked individually or in pairs whilst researching the ‘problem’. The presentation 
itself consisted of mostly individual contributions tied together at the end with a few 
joint reflections and thoughts. I wonder if this separation reflects the difficulties we 
can encounter in a multi-disciplinary team (MDT). Whilst joint work can be 
advantageous it can be more time consuming. With additional demands and work 
pressures, we may get pushed into either working individually or lackadaisically 
attempting to work in an inter-disciplinary way.
One member noted that she had not felt listened to. I believe that time pressures may 
have led us to focus so much on the task, we forgot about the process and each other. 
This is a useful learning experience for clinical practice, where we may be under 
similar pressures, but need to be able to give ourselves and our colleagues the space to 
share their thoughts. Following my experience on placement I have recognised how a 
MDT may struggle with this when there are numerous voices to be heard.
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I have considered how we might ensure we all have the opportunity to assert our own 
voices in our PBL group. In our subsequent meetings^  ^ it has been important to draw 
individuals into our case discussions to encourage and allow us all to contribute. This 
is something we need to remain aware of, and think about how we acknowledge and 
respect all contributions such that we all feel heard.
Change in facilitator
Our new facilitator noted after the PBL task how we seemed very cohesive and 
coherent as a group, however more recently when discussing this account in our group 
she commented on how separate we were. This has highlighted for me the power of 
reflection on action alongside reflection in action, and the importance of continual 
reflection. Our PBL/CDG groups running throughout the three years provides a 
luxury of having a regular space where we are able to do this.
After the presentation our facilitator noted how we were a very respectful and 
supportive group. She raised the question of what it would be like if we disagreed and 
whether we would be able to. I remain curious about this, and would like to think 
about this within our group.
It has been helpful to receive feedback from another facilitator^® in terms of 
understanding our group and its development. I have enjoyed the opportunity to work 
with the diversity of different facilitators and their approaches. However I wonder if 
we excluded our facilitator somewhat during the PBL task and didn’t frilly draw on 
her expertise^ ,^ and whether we have continued to do this through the CDG. This is 
something to be mindful of. I have valued our facilitator’s contributions to date and 
believe that she has a vast knowledge base, and experience from which we could learn 
a great deal.
The PBL groupings and facilitators remain the same for our case discussion groups (CDG). The PBL 
and CDG groups alternate throughout our training.
^  Who perhaps at the point o f  the PBL task was still somewhat removed from the group 
Whilst I acknowledge that the role o f  the facilitator is not to educate the group, I believe that our 
facilitators are a useful resource we should utilise alongside our own research
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Decision-making
We were the only group to decide to place the children up for adoption, a decision we 
didn’t discuss prior to voting in the presentations. As a group we recently thought 
about whether we would change our decision. One member of the group decided that 
she would, following her subsequent reading, which highlighted that children are less 
likely to be removed than we had thought from our initial reading. This has made me 
think about the difficulties we may encounter in finding sufficient time to research the 
literature in both PBL tasks and in clinical practice. This has highlighted the need to 
make the most of my learning during training and the need for continual professional 
development after qualification.
At the time of our presentation the audience seemed very negative about adoption and 
as a group we reflected upon this. It seemed the audience was not aware of the impact 
of their comments on those present who may have had personal experience of 
adoption.
Service-user involvement
PBL cases are typically written by academic staff using an individual client or an 
amalgamation of different cases to create a ‘problem’ to be investigated. Chur- 
Hansen and Koopowitz (2004) discuss how ‘real’ clients and their narratives are under 
utilised in teaching. They describe how they contracted a client to produce an account 
of her experiences for the purposes of a PBL exercise. I am aware there may be some 
difficulties and specific considerations necessary in using ‘real’ cases such as the need 
for informed consent, the fact that not all cases may be suitable and the need to 
consider the impact upon the therapeutic alliance. However it seems that this was an 
extremely powerful learning experience for both the client and students involved. 
Pennebaker (2000) highlights the benefits of writing about our emotional experiences. 
The individual who shared her narrative commented that “I am pleased to have the 
opportunity to tell my story.. .It has been a truly cathartic experience” (Chur-Hansen 
and Koopowitz, 2004:34). The use of individual narratives could add so much more 
to our learning. They have an authenticity and credibility that constructed cases, 
textbooks and teaching cannot provide.
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My subsequent placement experience has made me think about the importance of 
individual narratives. In learning disability services for example we often rely on 
other people’s constructions of the client’s experiences particularly when the 
individual has limited or no communication skills.
Engagement
I do not feel that our group fully engaged with the task. We focused on the 
presentation rather than engaging with the material. I have thought about the reasons 
for this, and wonder if our feelings towards the task given the additional pressures we 
were under at the time may have contributed or whether we disengaged from the task 
due to the upsetting nature of the scenario.
Given this lack of engagement we need to think as a group about how we might 
approach the next PBL task. It is often difficult not to focus on the presentation as this 
is currently what is assessed. When we are observed by our peers, tutors and 
psychologists from region we want to produce a good presentation, and so tend to 
focus on that aspect of the task, rather than fully engaging in the process. This has led 
me to consider whether there are other ways we might evaluate PBL.
Evaluation
Previously academic staff have evaluated the group performance through our 
presentations. This time peer evaluations were introduced alongside staff evaluations. 
This was a new experience for us and we were not aware that this would happen until 
the day of the presentations^*. I found both staff and peer evaluations helpful. 
Interestingly our peer evaluator was more critical, but their constructive comments 
were helpful. I remain unsure whether I value these equally or differently, although 
this will be interesting to think about in the future.
The nature of PBL provides an opportunity for us to engage in self-evaluation. We 
are expected to be aware of our strengths and weaknesses (both on an individual and
We have had introductory discussions about peer evaluation in our team/trainee meetings
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group level) in order to improve our performance. Das, Mopfu, Dunn and Lanphear 
(1998) suggest that the ability to evaluate ourselves is fundamental for improving self- 
awareness and maintaining professional competence. They adapted a self evaluation 
form^ ® for PBL (from Rangachari and Crankshaw, 1992) assessing five factors 
(responsibility, information-processing, communication, critical analysis and self- 
awareness). They ascertained that the self-evaluation process is useful, particularly 
alongside tutor evaluations, as it clarifies learning objectives and staff expectations.
The introduction of a new curriculum presents an ideal opportunity to engage in 
research and evaluation projects that can further the development of PBL (Farmer, 
2004). Given the limited literature of PBL used in clinical psychology training, I 
believe this is an important area within which we should focus our energies. I am 
curious about how we, as users of the PBL, can do to contribute to the literature.
Conclusion
I have once again enjoyed writing a reflective account despite my initial struggles 
with it and my feelings towards the PBL exercise. It has been interesting to consider 
this in the context of subsequent placement experience and with the benefit of 
hindsight. I continue to value our group and the safe space it provides for us for 
reflections on ourselves, our group, our case discussions, and the PBL exercises.
See appendix two.
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The Problem Based Learning Exercise; The Stride Family 
Child Protection, Domestic Violence, Parenting, and Learning Disabilities 
The Family
The Stride Family
Live locally 
Supportive
Raised in the 
care system 
Mrs S
Mr S
Twins
Sarah No contact with mother and fatherSally
The Professional network / \ / \ / \ / \  = Domestic Violence
W itness
yPsychologlst
Psycho log ist
Solicitor
Sally
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The Problem
The twins, Sally and Sarah Stride, were placed in short term foster care, following a 
recommendation of a full child protection case conference, and enacted at an initial Court 
hearing, that the children continued to be at risk in the care of their parents. The children were 
on the child protection register, under the categories of emotional abuse and neglect. The 
children’s Guardian has approached you, and asked you to help the Court by conducting a full 
risk assessment, and if appropriate, to help the Court develop a rehabilitation plan for the 
children. This is a joint instruction by all parties to the proceedings. However the Local 
Authority wishes to place the children for adoption, before it is too late, in the belief that Mr 
and Mrs Stride will never be able to care adequately for their children. Mr and Mrs Stride are 
passionate in their commitment to have the children returned to their care.
Whose problem is it? Why?
Some Background Information.
Mr and Mrs Stride are white English. They live on State benefits. Mrs Stride is described as a 
woman with learning disabilities, in the mild range. Mr Stride attended a school for children 
with special educational needs. Mr and Mrs Stride do not read and write English. It should be 
noted that many long reports have been written about them, their children, their care of their 
children and so on. Their solicitors read the reports out loud to them, usually once, and 
sometimes on the morning of a Court hearing.
Mrs Stride has two older children living with separate adoptive families. She is not able to 
have contact with them at the moment, as it was a closed adoption. This is because her first 
husband was extremely violent to her, and threatened violence to the previous social workers. 
Social Services staff feared for the safety of the adopters if their whereabouts were known.
Mrs Stride promised herself it would be different with this marriage and for these children.
Mr Stride has physically assaulted Mrs Stride, during disagreements. She minimises his 
behaviour, saying it is nothing compared to what her previous husband used to do to her. The 
two children have witnessed these arguments and assaults.
Mr Stride’s parents are supportive. They buy clothes and toys for the children, and 
occasionally buy food shopping for the family. Apparently, they are unable to look after the 
children, because Mr Stride’s mother suffers from a painful rheumatic condition. Mrs Stride 
was raised in the Looked After Children system, and has no contact with her family of origin.
Mr and Mrs Stride live in conditions of deep poverty. They do not have many household 
appliances that work, and it seems that Mrs Stride struggles to understand the workings of the 
second-hand appliances donated to them by family. It would seem that Mr Stride understands 
their workings, but is not prepared to use them. Social Services staff are most concerned about 
physical neglect of the children’s needs. Family Centre staff say they have tried to engage 
both I Mr and Mrs Stride in parenting classes, but the couple do not attend on a regular basis. 
The Family Centre appointed a family worker to visit the home, and show Mrs Stride ‘how to 
keep house’. The family support worker has not been trained to work with parents with 
learning disabilities. The Social Worker says the Department has offered the family 
everything, and it makes no difference to the care of the children.
Mr and Mrs Stride are desperate about the loss of their children. They want them to come 
home. They fiercely resent the foster carers, and the supervisor of their eontact with the
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children. The children’s Guardian believes the parents can learn to be ‘good enough’ to satisfy 
Social Services requirements. Mrs Stride was referred to the loeal AMH service for help with 
feelings of despair and depression. She is taking anti-depressant medication, and is seeing a 
CPN for counselling.
Prompt Questions
 something about paying attention to the professional network (liaison, communication,
respective roles)
 something about safety, risk assessment and risk management
 something about parenting and LD
 something about child witnesses to domestic violence
 something about the effects of poverty and class discrimination
 something about literacy and verbal comprehension (effects of anxiety and stress on
memory and comprehension, and willingness/ability to express concerns, and say, ‘I don’t 
understand these reports’)
 something about resilience, adversity, depression and coping
 something about the role of grandparents in the care of children
 something about children of parents with learning disabilities
 something about gender issues and scripts
 something about psychologists, child protection and the legal system
How would you address things differently if this family were black, or if the parents were 
both of the same sex, or if the family came from a middle class background or if they were of 
average intelligence?
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A Self-evaluation Form for Problem Based Learning
Name of the Student: Name o f the tutor:
PBL session: Date:
Indicate the strength of your agreement/disagreement on the five point scale given with each statement, 
I representing disagreement and 5 agreement.
A. Responsibility 1 2 3 4 5
1. I completed all assigned tasks to the level appropriate for the tutorial O □ □ 0 a
2. I participated actively In the tutorial a O □ a o
3. My behavior did not impede the tutorial process a □ □ a a
4. My behavior fiicilitated learning of others a a a o a
5. I was punctual in each PBL session Ü a a o a
B, Information processing
1. I brought in new information a a a 0 a
2. The information I brought in was relevant to the discussions a a 0 □ a
3. I used a variety of sources to obtain information (texts, review articles,
video, talking to patients and peers etc.) a a □ a a
C. Communication
1. I was able to communicate the ideas clearly a a 0 a a
2. My comments did not confuse other students a o o a a
D. Critical analysis
1. I justified the comments made a o 0 a o
2. My comments promoted understanding o f the subject by the group a o □ a o
3. I am interested in the problem-based learning approach a a o a o
E. Self-awareness
1. I assessed own strengths and weaknesses a o □ a o
2. I am able to accept and respond to criticism gracefully a o □ o □
BasW on the above ray tutorial performance was
Below average O  Average O Outstanding O
Comments:
Tutorial self-evaluatioii form. Adapted from Rangachari & Crankshaw (1992)*
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Introduction
The problem based learning (PBL) method was introduced at the beginning of our 
clinical training^®, and presented a shift from primarily didactic teaching towards more 
self-directed learning. PBL assumes an adult learner model, focusing on a 
collaborative and problem-solving approach (Bond and Feletti, 1997). Our cohort 
was the first group to participate in this process at Surrey. Trainee members have 
remained in the same small groups for the three years, whilst the facilitator^  ^ has 
changed annually. This was our fourth and final PBL task and coincided with our 
second change in facilitator at the beginning of our third year of training. We were 
presented with the ‘problem’ to research and present and then later write this 
reflective account addressing our experiences, our contributions and learning, and 
aspects of the group process.
In writing this account have called upon my memory of the PBL task, 
conversations with peers, and notes and reflections I have written to myself 
throughout. I have drawn upon my clinical experience and discussions with 
placement colleagues. I have looked to the literature on PBL and will refer to this 
throughout.
In September 2004
A  member o f  the course team or clinical psychologist from the region
Parts o f  this assignment will be written in the first person to emphasize my reflections
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The Task
The ‘problem’ presented was the case of Mr Khan^ .^ The issues arising included 
possible dementia, depression and/or grief. Conflicts within the family and migration 
issues were highlighted. We were given prompt questions to promote our thinking 
about certain areas, including culture, language and religion, assessment and 
differential diagnosis, and services and professional roles.
Initial Reflections
Initially I was worried about engaging in the process, and whether levels of 
commitment and motivation would be consistent with previous tasks. This task 
coincided with the beginning of our final year of training, alongside an increase in 
competing demands (both personal and professional) upon my time. Whilst we 
acknowledged the need to complete this task, I am not sure that it was deemed a 
priority. Despite this a considerable amount of work was necessary and therefore 
completed by the group. Once again the issue arose of whether our presentation could 
accurately reflect the volume of work that was undertaken, and whether this would be 
fully appreciated by our audience. This is a frustration noted by other adult learners 
(Griffith et al, 2006) and an issue that reflects the difficulties in clinical settings where 
there is a “tension between balancing the richness and complexity of a case with time 
available to clinicians” (p.9). However this has been useful in preparing us for such
See appendix one for a eopy o f  the problem based learning exereise
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challenges, which we have faced on placement and will continue to encounter in our 
future clinical work.
Reflections on the Task
Many of the group presentations focused upon the issue of differential diagnosis^ " .^ As 
a group we found this interesting given we are not trained to diagnose as such, but 
instead to formulate an understanding of people’s difficulties. I wonder if this reflects 
the influence of the medical model that has seemed more dominant in older people’s 
services than previous placements. Some of the groups reflected in their presentations 
that this was their experience, and the unusually medical focus of the PEL 
presentations was something that resonated with my experience on my older people 
placement. This has led me to discuss this with my supervisor in order to think about 
ways in which I might manage this.
Learning Objectives
In addition to the general PEL learning objectives I also considered my individual 
learning needs and aimed to improve my presentation skills. Our ability as 
psychologists to communicate complex information in a clear and accessible way is 
fundamental, and the PEL presentation provided an opportunity to practice this. I had 
highlighted the importance of developing this skill in my yearly appraisal and 
therefore chose to take a lead role in the presentation rather than take the easy option
Whilst our group presentation did not focus on this as such, we still acknowledged the issue o f  
differential diagnosis within,our presentation.
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as I might usually do (especially at a time where both professional and personal areas 
of my life were demanding). I am pleased with my decision, and whilst at the time 
this presented me with extra pressure, it was a necessary challenge and has enabled 
me to demonstrate that I am able to manage such demands even during difficult times.
Our initial PEL presentation chose to focus on the cultural and service issues whereas 
in clinical practice one may pay less attention to these and focus more on the issues of 
assessment, formulation, intervention and evaluation. Whilst we didn’t neglect these 
clinical issues in our researching and discussions of the task, it was quite a luxury to 
be able to focus on other issues in the presentation.
In order to develop these skills further I have also completed a presentation on PEL on 
placement. This has served a number of purposes including: improving my 
presentation skills, reducing my anxiety about presenting through exposure and 
experience, and sharing knowledge of the PEL process. The presentation included 
both didactic and experiential methods and it was interesting to see how psychologists 
working with older people approached the PEL task.
Group Functioning
As we have remained within the same group throughout our training, we have created 
a sense of safety amongst us, which has enabled us to be honest and open with each 
other. Our awareness of each other’s abilities, strengths and needs, and our 
commitment to supporting each other through training has been a real strength and 
facilitated our work. We have worked well as a group throughout the training and on 
this task. Once again we were able to delegate tasks successfully, and trust each other
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to complete them to the best of our ability. We have also reached a point where we 
are able to be honest about our limitations, and accommodate this amongst the group. 
This is something that has taken time, and Griffith et al (2006) highlight a similar 
difficulty with this due to it being “counter-cultural to the highly competitive process 
of gaining a place on clinical training” (p.8). Looking back over the three years I 
believe that such competitiveness was present initially, but overtime this has 
dissolved. I believe the group tasks have driven this and prepared us for team working 
and the challenges of this.
I remain curious as to whether the initial competitiveness will resurface in light of the 
job seeking and application process we are about to face. I wonder how as a group we 
will manage this, and deal with any conflicts as they arise. A lack of experience of 
such conflict is perhaps one difficulty with having such a seemingly cohesive group, 
and perhaps it may have been beneficial to have experienced some conflicts within the 
group.
We thought that it may have been unclear to observers who had contributed what to 
the task, as the individual participation in the presentation was not necessarily 
reflective of our overall contributions to the task. As a group we discussed this and 
likened it to work within a multi-disciplinary team, where a Psychiatrist may perhaps 
appear prominent in a person’s care and the contributions of other team members may 
not be fully recognised.
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As we have developed as a group, we have needed less guidance from our changing 
facilitators. I think there have been many benefits from having different individuals 
facilitating the groups, firstly the diverse experience this has afforded us, and secondly 
I feel it has allowed us to develop as a group rather than being restricted to one way of 
working. For this task the input from our facilitator was minimal, we briefly met with 
the facilitator to discuss our initial responses to the ‘problem’ and then continued to 
work autonomously^^ Our facilitator did not meet with us again^  ^and in fact saw the 
presentation for the first time along with the audience of other groups, facilitators, and 
course team members. This increasing independence in the PBL tasks is something 
that has mirrored my growing autonomy and confidence on placement.
Placement Experiences
My experiences on placement have made me think about the impact of receiving a 
diagnosis of dementia, not just on the client but also upon the professional working 
with them. On reflection it would have been useful to have focused more upon this in 
our presentation. We did touch upon the impact of particular diagnoses in relation to 
UK and Pakistani culture, but further elaboration of this may have enhanced our 
presentation.
I do not recall any of the group presentations considering management strategies or 
interventions for people with dementia^ .^ As a group reflecting upon the 
presentations, we felt there was a sense of hopelessness, and as part of a psychologists
Both as individuals and as a group, that is without direction from the facilitator.
Either for the timetabled PBL time or additional meetings we arranged outside o f  this.
That is not to say none o f  the groups researched or diseussed this, but it is interesting to note that i f  
they did then this was not included in the presentations.
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role being to provide a sense of hope to our clients, this seemed somewhat depressing. 
It has encouraged me to consider how I might instil hope, in my work with older 
people who are facing the numerous challenges of growing older and ultimately death. 
My reflections upon the PBL task have led me to think about the stigma of dementia, 
and to consider ways of working with this. It has influenced my work with a client in 
thinking about her diagnosis of dementia and how we can challenge the stigma, 
reframe the experience of dementia and accommodate the diagnosis into her life. The 
exposure to such discrimination has encouraged me to attempt to support and enable 
older people to challenge the stigma they face in society, and has also influenced me 
to run a positive ageing group.
Evaluation
As a group we felt very proud of the feedback we received for our presentation. One 
marker highlighted how we had “brought new information into your peers’ knowledge 
base”, suggesting that we had put forward something that the other groups had not. 
We considered feedback received across the PBL tasks, and noted how this had been 
constructive and helped us to think about how to improve each subsequent 
presentation.
All of the PBL tasks at Surrey have been clinically focused, apart from the initial task 
looking at “The Relationship to Change”. I have wondered about how PBL may 
address other issues pertinent to the role of the clinical psychologist. For example 
Griffith et al (2006) report the use of research focused PBL tasks on the Exeter 
training course. I wonder if this may have been useful in the process of completing 
our major research project. I personally would like to develop my research skills and
79
Academic Dossier
Problem Based Learning Exercise Three
would have enjoyed such a challenge. I wonder if this is something the course team 
may consider for future PBL tasks.
The majority of research into PBL has been carried out in medical settings (Hmelo- 
Silver, 2004). In previous accounts I have commented on the lack of research looking 
at PBL in clinical psychology training, and once again here am conscious of the need 
to share the Surrey experience with others, and would welcome the opportunity to 
contribute to this.
Final Reflections
Like Griffith et al (2006) I feel fortunate to have been part of group which has bonded 
well and developed into a valuable resource not just for academic tasks, but for peer 
support. I feel privileged to have had the opportunity to build strong relationships 
with course team members who have facilitated the group and my group members, 
who have been a great source of support throughout my training to date and I 
anticipate will continue to do so for the rest of my career.
Overall the PBL has provided a rich group learning experience and has fulfilled the 
core competencies philosophy of transferable skills. Following my group experience I 
now feel prepared to position myself effectively within a team, work collaboratively 
with and effectively communicate with others. Following this experience I feel better 
equipped to work under pressure, and participate in team working, and am looking 
forward to the challenges ahead of me as a newly qualified clinical psychologist.
80
Academic Dossier
Problem Based Learning Exercise Three
References
Bond, D. & Feletti, G. (1997). The Challenge o f Problem-Based Learning. London: 
Kogan Page.
Griffith, E., Love, H., Newell, B., & Serase, C. (2006). Take some new trainees and 
add late night, party food and life events: The experience of using problem-based 
learning in training. Clinical Psychology Forum, 167, 7-9.
Hmelo-Silver, C.E. (2004). Problem-based learning: What and how do students learn? 
Educational Psychology Review, 16 (3), 235-266.
81
Academic Dossier
_______________________Problem Based Learning Exercise Three -  Appendix One
The Problem Based Learning Exercise; Mr Khan
Mr. Khan’s youngest daughter, Maya has contacted Social Services about her father’s health. 
She is concerned about her father who has been suffering from short-term memory problems. 
He has been leaving the kettle on and saucepans on the stove to boil dry. He has been 
neglecting himself and his physical health is deteriorating. He has lost some weight and he has 
been eating out-of-date food.
Maya, the youngest daughter is urging Social Services to do something and also asking her 
older sister, Shazia to return from Pakistan to help sort out a solution for their father’s care.
Some Background Information
Mr. Khan is 72 years old. He migrated to the UK from Pakistan in his mid 30’s. He is a retired 
bus driver. He learned English after coming to the UK.
His wife died of cancer 9 months ago. Mrs Khan did not speak English and spoke only Urdu. 
She was primarily a home maker, working occasionally as a private dress maker.
Mr & Mrs. Khan have 2 daughters Shazia and Maya. Both daughters were born in the UK and 
have had English education. The eldest daughter, Shazia had an arranged marriage in Pakistan 
where she lives with her family. Her husband is a shop-keeper. They have 3 children. Shazia’s 
eldest son Imran is currently contemplating coming to the UK to University.
Maya, the younger daughter married a European and was disowned by the family. She had no 
contact with her father till her mother passed away 9 months ago. Maya and her husband have 
no children. She is University educated. She and her husband are both journalists and fairly 
mobile, travelling 3-4 days a week throughout Europe and sometimes at short notice.
Mr and Mrs Khan were both religious and had links with the Muslim community. However, 
Mr Khan fell out with the mosque about they way they responded to his wife’s death. He has 
stopped going to the local Mosque but continues to pray at home.
Prompt Questions
...something about who speaks English, who speaks Urdu and who speaks both?
.. .something about the rift with the community in the Mosque and the potential for 
mediation?
...something about understanding religious faith and appropriate culturally sensitive 
solutions?
.. .something about grief and mourning -  individual, family and community based? 
...something about impact of migration and loyalties to country of origin and host country?
.. .something about the possibility of going back to country of origin?
...something about appropriate residential care and relationships with staff and other 
residents?
...something about assessments, short term memory, self-care and differential diagnosis? 
...something about assessing risk to self?
...something about relationship with social services and other professional systems?
.. .something about the role of the Psychologist, MDT, etc?
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• Introduction to the Case Discussion Groups
• Year One Case Discussion Group Reflective Account Summary 
September 2005
• Year Two Case Discussion Group Reflective Account Summary 
July 2006
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Introduction to the Case Discussion Groups
The case discussion groups (CDG) were introduced to the Surrey clinical training 
programme in 2004. The cohort was divided into five groups for the problem based 
learning (PBL) exercises and also for the CDG. The five/six trainee group members 
remained in the same group throughout the three years; however the facilitator (a 
course team member or clinical psychologist from the region) changed each year. 
Each meeting provided an opportunity to explore our clinical practice and personal 
and professional issues through group discussions and case presentations. Following 
each year of the CDG we were required to write a reflective process account 
addressing our experiences within the group, our contributions and learning, and also 
aspects of the group process. Due to the personal and sensitive nature of these 
reflective accounts, only summaries of the assignments will be presented here. 
However, full accounts can be found in Volume II of the portfolio.
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Case Discussion Group Reflective Account Year One - Summary
The CDG was a new addition to the training programme and perhaps there was an 
element of risk attached to this. There was a sense of anxiety and excitement about 
these changes, but also a feeling of privilege, in being given the opportunity to 
experience the CDG for the first time. What was most exciting was the opportunity to 
contribute to and mould the format of the CDG. This opportunity has allowed us to be 
more creative and experiment rather than following a script of how groups had been 
run in the past.
The CDG reflective account provoked further thinking about my experience of the 
group process. I found the opportunity for the small groups to remain together 
throughout the three years provided us with an element of safety, and regular peer 
support. The safety created by the group relationship gave us permission to talk about 
our difficulties. It increased our awareness of the challenges we each faced, and 
encouraged us to both seek and provide support when necessary.
Some of the themes discussed in the reflective account included the individual roles 
we adopted within the group and how this related to our role and identity as a 
psychologist within a team. The account outlined the use of different approaches and 
different theoretical perspectives taken in discussing the cases brought to the CDG. 
The issue of diversity amongst the group members and the case presentations, and the 
need to incorporate the unheard voices into our conversations was also discussed. A 
consideration of our experience of endings was raised within the CDG and curiosities 
about the future were highlighted.
Academic Dossier
Case Discussion Group Reflective Account Year Two
Case Discussion Group Reflective Account Year Two - Summary
There were a number of differences between the first and second years of the CDG. 
Rather than waiting to be led we took control and led the facilitator. Our approach in 
Year Two seemed more flexible, but perhaps less exciting with less exposure to new 
approaches to reflecting within the group. In terms of the reflective writing 
component, I was aware of being less reliant on the literature, than I had been 
previously, where I needed the safety of the literature to enable me to cope with the 
new experience. I made parallels with my experiences on placement where I had 
sought out literature to help manage the steep learning curve and manage my anxiety 
regarding the uncertainty o f ‘not knowing’.
I attempted to embrace rather than avoid the leadership role this time, and suggested 
the group use the video recording session^* to discuss our reflections on the CDG 
process, and later review the video in order to reflect upon our initial reflections. We 
noted that as a group we like to discuss things, but are careful not to interrupt people 
or disregard ideas. There was a sense of the group as being very respectfiil but at 
times almost too polite, perhaps to avoid any conflict. We acknowledged that as time 
progresses our CDG develops stronger relationships, which may prove more difficult 
for others joining the group. We reflected upon how our second facilitator felt entering 
our group, and began discussions about how we could welcome and include our new 
facilitator.
As the CDG was a new concept introduced to the training course I discussed how it 
might be helpful to explore and evaluate the experiences of both trainees and 
facilitators, in order to contribute to the literature on reflective practice within clinical 
psychology training.
As part o f  our training we have alloeated video recording time, which has typically been used to role 
play a therapist and client session, in order to observe ourselves as the therapist.
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This section contains:
- An overview of the clinical experience gained 
during the course
- A summary of each of the five clinical case 
reports submitted
Full details of the case reports and placement documentation can be found in Volume 
II of the portfolio. This is held within the Psychology Department of the University of 
Surrey.
Please note that all identifying details in this section have been changed to preserve 
the client’s anonymity.
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SUMMARY OF CLINICAL EXPERIENCE
Adult Mental Health Placement
Dates: November 2004 to September 2005
Type of Service(s): Community Mental Health Team
Summary of Experience:
This placement enabled the trainee to gain experience working with a range of adult 
mental health problems predominantly using a cognitive-behavioural model. Further 
reading into the cognitive analytical therapy approach was conducted and discussed in 
supervision. The clinical work largely comprised of individual therapy with a range 
of conditions including, depression, generalised and social anxiety, agoraphobia and 
panic disorder, bulimia and obsessive compulsive disorder. A self-esteem group was 
co-facilitated with a Clinical Psychologist and Occupational Therapist on an inpatient 
ward. In addition a number of psychometric tools were used to evaluate outcome and 
neuropsychological assessments were completed to investigate memory impairment 
and level of cognitive ability. The trainee attended ward rounds, and team and 
psychology meetings. The trainee provided teaching on therapeutic engagement to 
ward staff. The trainee conducted a service-related research project investigating the 
prevalence of dual-diagnosis within the CMHT, and presented the results formally to 
the team.
Learning Disabilities Placement 
Dates: October 2005 to March 2006
Type of Service(s): 1. Community Team for Adults with a Learning Disability
2. Assessment and Treatment Unit (Mental Health and 
Challenging Behaviour)
Summary of Experience:
This placement provided the trainee with the experience of working with adults with 
learning disabilities in the community and in an inpatient setting. Cognitive- 
behavioural and behavioural models were used, whilst also considering systemic 
issues. The trainee worked with clients with autistic spectrum disorders, a diagnosis
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of schizophrenia, and dementia. The clinical work comprised of individual therapy 
(anger management in a teenager with autism), functional analysis and staff training 
(for working with clients who were deemed by the service to be challenging), and an 
individual assessment of capacity to consent to a sexual relationship. A “Coping with 
Worries” group was co-facilitated with another Trainee Clinical Psychologist on the 
assessment and treatment unit for clients with learning disabilities and either mental 
health problems, forensic histories and/or challenging behaviour. The trainee 
regularly attended ward rounds and Care Programme Approach reviews, providing 
support and consultancy to the staff team. A number of neuropsychological 
assessments were completed using a range of tests specific to this client group, 
including an assessment of whether a client had a learning disability, and a dementia 
assessment as well as more general assessments of cognitive functioning.
Child, Adolescent and Family Placement 
Dates: April 2006 to September 2006
Type of Service(s): Child and Adolescent Mental Health Service 
Summary of Experience:
This placement exposed the trainee to cognitive-behavioural, behavioural, systemic 
and psychodynamic approaches to working with children. The trainee largely 
employed cognitive-behavioural and systemic approaches to inform interventions, but 
psychodynamic theory was also considered in supervision. The clinical work 
consisted of joint team assessments and therapy with children, adolescents and family 
members (parents and grandparents). The trainee gained experience of working with 
children aged two to seventeen, with a wide range of presenting difficulties including; 
depression, social anxiety, schizophrenia, bereavement issues, and psychosomatic 
difficulties. The trainee also carried out neuropsychological assessments as part of the 
specialist Attention Deficit Hyperactivity Disorder and Social and Communication 
Disorders clinics. The trainee also observed multidisciplinary work in various 
specialist services (paediatrics, eating disorders clinic, children with disabilities team).
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Older People Placement 
Dates: October 2006 to March 2007
Type of Service(s): Community Mental Health Team (Older Peoples Service) 
Summary of Experience:
On this placement the trainee gained experience working with older people in a range 
of settings, inpatient wards for functional and organic problems, outpatients living in 
the community or residential homes, and outpatients who attended a day hospital. 
Clients presented with a range of difficulties including depression, anxiety, dementia 
and bereavement issues. The clinical work involved individual therapy with both 
clients and carers, and neuropsychological assessment. A ‘Positive Ageing’ group 
was also co-facilitated with two other Trainee Clinical Psychologists. This 
placement predominantly involved working within a cognitive-behavioural 
framework, but also enabled the trainee to consider more integrative ways of working 
through the use of psychodynamic and systemic theories to further inform client 
formulations. The trainee regularly attended borough and directorate psychology 
meetings, and made presentations within these meetings on a variety of topics 
including psychometric assessment tools, problem based learning, and on the Care 
Programme Approach and care co-ordination. The trainee attended a two day training 
course on mindfulness as part of her continuing professional development.
Specialist Nenrorehabilitation Placement
Dates: April 2007 to September 2007
Type of Service(s): Regional Neurorehabilitation Service
Summary of Experience:
This placement involved working with individuals with acquired brain injury as part 
of a multi-disciplinary team to facilitate rehabilitation back into the community. 
Neuropsychological and cognitive-behavioural approaches to assessment and 
intervention were the main theoretical models utilised. The clinical work involved 
using neuropsychological assessment to specifically identify the mechanisms
91
Clinical Dossier
_______________________Overview of Clinical Experience -  Placement Summaries
underlying cognitive deficits in order to inform rehabilitation. The work also involved 
individual interventions to teach compensatory strategies, and working closely with 
the multi-disciplinary team to facilitate integration back into the community. The 
trainee also gained experience of conducting individual therapy to address difficulties 
such as anxiety, phobias and adjustment issues. The trainee was also involved in a 
cognitive group programme for outpatients, co-facilitating 1) a community meeting 
therapy group informed by psychodynamic principles, 2) a cognitive-behavioural 
group and 3) a social skills group. The trainee also acted as a chairperson for one of 
the outpatients, working individually and with family members to achieve goals set 
using goal attainment scaling.
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Summary of Adult M ental Health Placement Case Report One
Cognitive behaviour therapy with a 33-vear-old female presenting with 
depression.
Reason for Referral
Jane is a 33-year-old Australian mixed race (White/Asian) woman who was referred 
to the Community Mental Health Team by her General Practitioner for depression and 
low self-esteem.
Presenting Problem
Jane presented with features of depression, low self-esteem and some anxiety. She 
often made comparisons with others and measured her own success against other 
people. She was self-critical, often not recognising her own achievements or 
disregarding them. Situations where this was most problematic included interactions 
with her family, social situations and university.
Initial Assessment
Information about her presentation and background history obtained during a team 
assessment was recorded in the file and more detailed information was obtained 
independently during the sessions.
Jane felt that whilst she was growing up her depression was not recognised. In her 
teenage years she was in a physically abusive relationship and self-harmed. She 
described a difficult relationship with her father, and that she tended to feel low 
around her family. At the time of the assessment she was in a supportive relationship. 
She was a mature student and financially dependent upon her partner. Her recent 
episode of depression seemed to emerge around the pressures of university work and 
also in relation to her social networks, where she made comparisons with people she 
viewed as hugely successful. This highlighted her perceived inadequacies, which 
subsequently reinforced her low mood and low self-esteem.
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To monitor any changes during the intervention the Beck Depression Inventory (BDI), 
the Beck Anxiety Inventory (BAI) and subjective ratings were used throughout the 
therapy. Jane reported no thoughts or plans to harm herself. This risk was monitored 
regularly throughout.
Initial Formulation
A cognitive-behavioural framework was used to formulate Jane’s difficulties. A 
family history of psychiatric issues and a history of depression may have made her 
more vulnerable to experiencing distress. Her difficult and abusive relationships with 
her father and previous partner may have affected her self-perception. Criticism from 
others may have made her feel bad about herself, and led her to interpret experiences 
in a self-critical way. She often sought approval fi'om her family but never received 
this. This perhaps shaped her core beliefs that she was “not good enough”, which 
caused her to have intermediate beliefs about what she needed to do to be successful 
and gain approval. The pressures and competitiveness of university and social 
situations with career-minded people served as “critical incidents”. Her dysfunctional 
assumption/beliefs were triggered in situations which caused her to appraise herself, 
or where she perceived others to be judging her. Jane often interpreted situations in a 
critical or negative way and had a number of Negative Automatic Thoughts (NATs) 
about herself and how others perceived her. A vicious cycle had formed and served to 
maintain the problem.
Action Plan
During the initial sessions it was important to establish a therapeutic relationship, and 
identify goals of therapy. In terms of a suitable intervention Jane’s preference and the 
evidence base were considered. Jane was reluctant to use medication; she was keen to 
explore a psychological approach and had requested Cognitive Behavioural Therapy.
Intervention
A total of twelve weekly sessions were agreed and a follow-up appointment was 
discussed. Jane’s goals were to improve her mood and self-esteem, and to be less
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self-critical. She identified that she would notice these changes when she was able to 
enjoy social situations.
Jane kept a thought diary and identified examples of NATs. She was able to identify 
evidence for and against these and reach an alternative thought. It later became clear 
she was sometimes struggling to believe the alternative thoughts and that the NATs 
were in fact deeper cognitions (core beliefs). Discussions about her past experiences 
enabled a deeper understanding of where these beliefs had come from.
Jane would often maximise her own failures and other people’s successes and 
minimise her own achievements. Behavioural experiments were used to obtain 
evidence about other people’s experiences to challenge this. Jane experienced 
friendship difficulties part way though the intervention, which had a significant impact 
upon her mood and led to a reduction in social activities. Activity Scheduling was 
used to help improve her mood.
Outcome and Follow-up
Jane attended all sessions, completed homework tasks and engaged well in the 
therapeutic process. Towards the end of therapy she felt that things were improving. 
There was not a significant change in her BDI scores; however her subjective rating of 
her presentation had greatly improved. She reported that her mood had lifted, and that 
she was engaging in social situations. She would still sometimes make comparisons 
with others, but was able to see how these could be unhelpful and was able to 
challenge some of her self-critical thoughts.
At the end of the therapy it seemed that 12 sessions were sufficient. It was felt that if 
she experienced any subsequent difficulties, she was aware of avenues of support 
available and would access these if needed.
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Reformulation
A cognitive-behavioural model served to understand her presentation and reach an 
appropriate intervention which led to a good outcome. It was therefore unnecessary to 
reformulate using a different model.
Critical Evaluation
A good outcome was achieved despite the therapist’s limited experience. The focus 
on building a therapeutic relationship perhaps facilitated this. Furthermore the fact 
that Jane sought treatment and that her choice of therapy was taken into consideration 
alongside the evidence base may have had a positive impact. Had the therapist been 
more experienced in other approaches it may have been possible to consider the use of 
these further. It was thought that perhaps a more integrative approach could have 
been utilised, and consideration of how one might integrate different models was 
discussed in supervision. Supervision was also used to discuss both content and 
process issues, and a taped session facilitated further reflections and discussions. 
Overall Jane engaged well and worked hard, the therapist attempted to be sensitive 
and flexible to her needs, utilised supervision well and made a number of reflections 
on this work to achieve a good outcome.
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Summary of Adult M ental Health Placement Case Report Two 
Cognltive-behaviour therapy with a 21-vear-old female presenting with anxiety. 
Reason for Referral
Sarah Jones is a 21-year-old mixed race (White/Black Caribbean) woman who was 
referred to the Community Mental Health Team by her General Practitioner due to 
“stress, anxiety, panic attacks, poor concentration, and home difficulties”.
Presenting Problem
Sarah was a final year student, who was anxious about her university work. She 
presented with a relapse of anxiety and features of low mood. She had experienced a 
number of stressors in her home life and had failed her exams. This increased her 
anxiety in relation to her work performance. Situations where her anxiety was most 
prominent included the university environment, and discussions with university staff 
about her work.
Initial Assessment
Information recorded in the file from the referral and initial team assessment was 
important in understanding her background history and current difficulties. 
Subsequent psychology assessment sessions were carried out. Sarah completed the 
Beck Anxiety Inventory (BAI) and a subjective rating scale was also used.
Sarah struggled academically throughout school. She was bullied when she was 
eleven-years-old. She felt that her teachers always discouraged her, but that through 
perseverance and hard work she did well. Sarah reported initially feeling confident 
when she started university; however she later experienced some bullying. A further 
setback occurred when she failed her exams. This lowered her confidence and caused 
her to become extremely anxious about her academic performance. Her anxiety had 
increased as her finals approached. She was unable to focus in lectures, experienced 
palpitations and was “paranoid” about her coursework.
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Sarah had previously had thoughts of self-harm whilst on Paroxetine. During the 
assessment she reported no current thoughts or plans to harm herself. This risk was 
considered low, however due to her history it was necessary to monitor this regularly.
Initial Formulation
A cognitive-behavioural framework was used to formulate her difficulties. Cognitive 
models of anxiety suggest that a person’s beliefs about themselves and the world can 
cause them to perceive situations as threatening and/or dangerous, which leads them 
to experience anxiety. Sarah’s beliefs were around competence.
Sarah’s early experiences (the death of her mother, bullying and academic difficulties) 
may have fed into her dysfunctional beliefs and negative automatic thoughts (NATs). 
The pressures and competitiveness of university work and failure of her exams served 
as “critical incidents”. Her dysfimctional beliefs were triggered in situations, which 
caused her to appraise herself, or where she perceived others to be judging her. This 
in the context of other life stresses such as her grandfather’s illness and a difficult 
relationship with her father perhaps exacerbated her difficulties. Furthermore, her 
previous episodes of low mood and anxiety and a family history of depression may 
have increased her vulnerability to experiencing distress.
Sarah interpreted some situations as threatening, by selectively attending to parts of 
the situation which appeared dangerous. She also showed some avoidance around 
meeting with university staff to discuss work. These behaviours served to maintain 
her anxiety. Without putting herself in such situations, she was unable to see that the 
outcome would not be as bad as she predicted, and so this vicious circle continued.
Action Plan
In terms of a suitable intervention both client preference and the evidence base were 
considered. Sarah was using medication; however, she was keen to explore a 
psychological approach and requested Cognitive Behavioural Therapy.
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Intervention
Sarah was seen for sixteen sessions, she identified her goals as to reduce her anxiety 
and to be able to “control it better”.
Thought diaries were used to identify NATs, look for evidence for and against these, 
and subsequently reach an alternative more balanced thought. Increasing her 
pleasurable activities and social contact through Activity Scheduling helped improve 
her mood. Sarah had difficulties with time management, often setting unrealistic tasks 
or deadlines. We discussed graded task assignment techniques, breaking down tasks 
into smaller more manageable units and balancing achievements with rewards. These 
strategies enabled her to gain more of a sense of achievement over smaller aspects of 
tasks rather than seeing it as a failure if she hadn’t managed to complete a whole task.
Sarah had previously found relaxation helpful but tended to use it intermittently. She 
was encouraged to use relaxation regularly and to complete a relaxation diary to 
monitor the effects of the exercises.
A relapse prevention plan was collaboratively devised, which outlined factors that 
might increase the likelihood of relapse and how she might recognise these. It 
specified techniques she could use to manage this.
Outcome and Follow-up
Sarah felt that things had improved, and had noticed a reduction in her anxiety. Her 
BAI scores reduced fi’om twenty-one to three. Her subjective rating of her anxiety 
had improved and she reported feeling less anxious about her work.
A follow-up session was discussed but not deemed necessary. The possibility of 
relapse was discussed, and we discussed avenues of support available and how she 
might access these in the future if necessary.
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Reformulation
A cognitive-behavioural model served to understand her presentation and inform an 
appropriate intervention, which led to a good outcome. It was therefore unnecessary 
to reformulate.
Critical Evaluation
A good therapeutic relationship was built and a good outcome was achieved. It is 
possible that other models of working (e.g. Psychodynamic) may have been 
beneficial. In hindsight it may have been useful to consider other models further.
Supervision was used to discuss both content and process issues. A taped session may 
have further facilitated these reflections and discussions. The importance and impact 
of cultural differences and similarities within the therapy were considered in 
supervision. These discussions provoked thinking about the impact of diversity in this 
and any future work with clients.
Overall Sarah engaged well alongside the pressures of university. Her difficulties in 
her relationships with university staff and increased levels of anxiety following a 
reduction in support from the university, presented a challenge. The therapist 
attempted to be sensitive and flexible to Sarah’s needs, used supervision well and 
made a number of reflections on the work to achieve a good outcome.
100
Clinical Dossier
Summary of Learning Disability Case Report
Summary of Learning Disabilities Placement Case Report
A behavioural intervention and staff training for a 59-vear-old man with a severe 
learning disability referred for challenging behaviour.
Reason for Referral
Graham White is a 59-year-old White British man referred to the Community 
Learning Disabilities team by his home manager, following an increase in his 
‘challenging behaviour’.
Graham has a severe learning disability and limited communication. He was unable 
to consent to the referral, assessment or intervention; however, it was essential to 
consider his individual rights and dignity.
Presenting Problem
Graham was reported to be “screaming” at a male member of staff. Subsequent 
investigations highlighted that he would also scream at other clients and sometimes 
push/slap staff and clients.
Initial Assessment
An initial assessment and functional analysis was carried out, this included:
1. Meeting with the home manager
2. Completion of ABC forms by staff.
3. Direct observations of Graham’s behaviour at home.
4. Completion of the Revised Motivation Assessment Scale
5. Review of his current and his old hospital file.
6. Informal discussions with staff members.
Graham grew up in a long stay institution. He had lived in his current residential 
placement for fifteen years. He had a history of challenging behaviour which 
occurred across these different settings.
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Graham had epilepsy and mobility problems. He walked independently, but was slow 
and unsteady. He had sustained numerous injuries, through falls or other clients 
pushing him. Graham had no day-care and few opportunities for social interaction 
outside of practical tasks.
Two challenging behaviours were identified:
i) Screaming
ii) Pushing or slapping staff or clients
These were most likely to occur around mealtimes, personal care tasks, when others 
came too close or when the environment was noisy.
An initial risk screen identified poor mobility, epilepsy, hitting others, and being 
bullied as risks. Whilst there was a possibility that he may be at risk of abuse, further 
assessment, suggested that this was unlikely. However, it was important to remain 
mindful of this.
Initial Formulation
A behavioural fi-amework was used to formulate Graham’s difficulties. Cognitive 
aspects were incorporated and additional factors were highlighted using a model based 
on the principle of normalisation.
Graham has impaired cognitive functioning and limited adaptive living and social 
skills. As a way of managing his difficulties he has learnt a range of behaviours that 
serve a variety functions for him (e.g. getting access to or avoiding 
company/interaction, removing others from his personal space). Over time these have 
been reinforced.
Graham is unsteady when walking, and has experienced a number of falls. He was 
bullied in the past, which may have caused him to become frightened when others get 
too close. Graham may have interpreted these situations as threatening. He may have 
learnt that screaming or slapping people reduces the risk as they remove themselves 
fi'om his personal space.
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Graham may not have had the opportunity to experience positive relationships with 
other men (his father, male clients, male stafQ, and he may be quite fearful of men as 
a result of his previous experiences.
Graham lives in a busy residential home, where other clients demand a great deal of 
staff time and attention. There is a lack of structured activity provided and he often 
has to compete to access staff support or interaction.
Graham is highly dependent on staff, and has little control over his life. A lack of 
staff skills and knowledge about severe learning disabilities means that staff find it 
difficult to interact with Graham. Staff have low expectations of him. The activities 
on offer are too advanced and the level of support is too low. This results in Graham 
having lesser experiences as he is unable to engage with staff. As staff believe that he 
is not able to engage, he is only provided with interaction around everyday living 
tasks. This under-stimulation and social isolation adds to his lack of control and 
reduced opportunities for interaction.
Action Plan
It was thought that the intervention would best be implemented through behavioural 
guidelines and staff training. This intervention was informed by a constructional 
approach and positive programming.
Intervention
Behavioural Guidelines
The recommendations for staff included a number of proactive interventions and a 
consistent reactive management strategy to manage Graham’s behaviours should they 
occur.
Proactive interventions included respecting Graham’s need for personal space and 
maintaining a safe distance from him to reduce his anxiety, providing opportunities to 
build upon interactions with male staff, talking through personal care tasks using key
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words and/or objects of reference, and providing a timetable of activities that could be 
regularly offered to him.
Staff Training
Eleven staff attended an individually tailored ‘understanding and working with 
challenging behaviour’ training day. This drew upon a model of person-focused 
training and employed both didactic and experiential methods.
The aims were for staff to gain a greater understanding of:
• Challenging behaviour
• Monitoring and recording
• Accessing appropriate support
• Formulation of the individual clients
• Interventions for managing challenging behaviour
Outcome and Follow-up
It was not possible in the time available to evaluate the effectiveness of the 
behavioural guidelines. However it was agreed that this would be assessed in time.
Six people said they found the training day “very useful”, five people found it “quite 
useful” and no-one found it “not useful”. The majority of staff said that the content of 
the day would help them either “a lot” or “quite a lot” in supporting their clients. The 
overall comments on the day were positive.
Reformulation
Formulating Graham’s difficulties using a behavioural model seemed to conceptualise 
his ‘challenging behaviour’. Incorporating aspects of normalisation and hypothesising 
aspects of a cognitive framework enriched this understanding. The initial formulation 
successfully guided the intervention. As it was not possible to evaluate the guidelines 
it was unclear as to whether a reformulation was necessary.
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Critical Evaluation
The therapist worked hard to engage the staff team. It may have been beneficial to 
spend more time doing this, but within the time available and whilst managing a 
caseload, the time dedicated was appropriate. The staff training day enabled staff to 
reach an agreed formulation/understanding of Graham’s presentation.
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Summary o f Child, Adolescent and Family Placement Case Report
An extended assessment of a 10-vear-oId bov presenting with school anxiety and 
a possible social communication disorder.
Reason for Referral
Ryan Clarkson is a White British, 10-year-old. He was referred to the Child and 
Adolescent Mental Health Team by his General Practitioner with school anxiety.
Presenting Problem
Ryan was anxious and struggling academically and socially at school. There were 
concerns about his anxiety, his anger in response to teasing, and his social difficulties.
Initial Assessment
Ryan had a history of separation anxiety. These difficulties began at pre-school 
nursery and resurfaced at Infants School. The transition to Junior School was also 
difficult. Ryan had missed some school days, due to headaches, sickness, or 
oversleeping. If he had had a bad day at school, he would stay at home the following 
day.
Ryan was described as an insecure child who needed to feel safe, liked routine and 
didn’t like change. He required additional academic support and had concentration 
difficulties. He was described as very sensitive, often misreading situations, and 
needing support in making relationships.
Ryan would often react to teasing by shouting, pushing, shoving, kicking or ruining 
other children’s games. The teachers attempted to diffuse situations, offer support and 
encourage him to use strategies, but he struggled to utilise these.
During the psychology assessment no risk issues were identified, however it was 
important to remain mindful of this.
Clinical Dossier
______________  Summary of Child, Adolescent and Family Placement Case Report
Initial Formulation
The initial formulation highlighted the following hypotheses:
1) Ryan may have a social and communication disorder.
2) Ryan’s fear may be due to some aspect of the school experience (e.g. bullying, 
academic difficulties).
Child-related factors identified included separation anxiety experienced as a younger 
child. His academic difficulties could have led to a fear of poor performance and
subsequent negative evaluation by his peers, or could reflect a social and
communication disorder. Family factors, which may have contributed included 
reinforcing his behaviour, through allowing him to miss school. Ryan’s mother may 
have experienced secondary gains from him staying at home. A number of family 
stresses had occurred, and these additional demands may have made it difficult to
implement a pattern of regular school attendance. School factors included the
possibility of bullying, and his academic and social difficulties.
Factors, which may have predisposed Ryan to his difficulties included the modelling 
of such behaviour through observing his brother’s difficulties and coping strategies. 
His transition to Junior School and loss of friendships may have precipitated the onset 
of his difficulties. Family stresses may have further contributed to this. His 
difficulties may have been maintained by his mother’s management strategies and 
unclear expectations about attending school regularly. Ryan’s responses to teasing 
may also have reinforced the other children’s behaviour.
Initial Action Plan
The initial assessment highlighted some social and communication difficulties. It was 
unclear why he was unable to utilise strategies at school to manage his anger and 
anxiety. It was felt that further investigation would be useful, and he could be referred 
into a specialist clinic if further concerns arose.
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Extended Assessment
This included:
1. Obtaining a detailed developmental history.
2. School observation.
3. Discussion with school teachers.
4. A psychometric assessment.
The Wechsler Intelligence Scale for Children -  Fourth Edition, The Wechsler 
Objective Reading Dimensions and The Wechsler Objective Numerical Dimensions 
were administered. A Theory of Mind test was used to assess whether he was aware 
that others may have thoughts different to his own. He was shown pictorial stories to 
assess his ability to identify actions, draw inferences and identify what others may 
think or feel. His ability to identify different emotions was also assessed.
Extended Formulation
This extended assessment highlighted a number of features suggestive of the ‘triad of 
impairments’. His difficulty interacting with peers was highlighted throughout the 
assessment. However this may be explained by his limited opportunities for 
interaction outside the family in his early years. His social interaction skills during 
the assessment contradicted this hypothesis and his interaction with adults was good, 
suggesting his difficulties may be more reflective of social anxiety around his peers.
His cognitive functioning was in the Low Average range. His reading ability was 
higher than expected, yet his reading comprehension was much lower. It was thought 
that his strengths may mask his difficulties. This may have made it difficult for the 
school to tailor his academic workload, and may explain why he finds it difficult to 
utilise strategies offered to him.
His difficulties interacting with peers may be due to his lower ability and social class. 
Many of the children attending his school were from wealthy backgrounds and were 
academically more able. His peers may have been aware of these differences, and 
therefore reluctant to develop friendships with him.
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Recommendations
Further assessment showed that it was unlikely that he had a social and 
communication disorder and he was not referred to the specialist clinic.
The results of the psychometric assessment were fed-back to his mother, and a report 
discussing the assessment and recommendations in more detail was provided. A copy 
of the psychometric report was sent to the school (with the consent of Ryan’s mother) 
and the assessment and recommendations were discussed with the school.
It was suggested that school interventions be reconsidered in the context of his 
cognitive difficulties, and tailored to meet his needs. It was suggested that Ryan’s 
mother and the school could facilitate opportunities for him to build on his social 
skills with his peers in a safe structured and supported way. This could be 
supplemented through others modelling appropriate social interactions.
Critical Evaluation
On face value, this appeared to be a straightforward case. However a number of 
complexities were identified and this highlighted how time spent in the early stages 
conducting thorough assessments can be cost and time effective.,
A criticism may be the uni-disciplinary approach to assessment. Whilst 
multidisciplinary assessment is indicated in such presentations, this work was 
intended to begin the process of assessment, rather than provide a diagnosis. 
Extensive discussions occurred in supervision, and psychometric assessment sessions 
were videoed, in order to draw on other professional’s opinions. This way of working 
has highlighted how to use resources effectively when services are limited.
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Summary of Older People Placement Case Report
Integrative therapy with an 80-vear-old female presenting with bereavement 
issues, anxiety and low mood.
Reason for Referral
Mrs Mary Green is an 80-year-old German woman who was referred to the Older 
People’s Community Mental Health Team by her General Practitioner. The referral 
outlined a history of depression and more recent deterioration whereby she was 
“agitated, with panic attacks and.. .unable to leave the home”.
Presenting Problem
She presented with symptoms of grief, depression and anxiety. She had recently 
experienced a number of stressful life events including four bereavements and had 
also fallen. She was experiencing somatic symptoms (headaches) and feared that 
something was “wrong” and that she would die.
Initial Assessment
Information was obtained from the file and throughout the therapy sessions. Mrs 
Green experienced a number of losses during the war, and was repeatedly exposed to 
death and traumatic experiences. She reported that she did not have a particularly 
close relationship with her mother.
She later moved to the UK to live with her husband (a British soldier) and his family 
and built a strong relationship with her mother-in-law. She retired at the age of 60, 
and at this time experienced a number of bereavements, and suffered an episode of 
depression. At the time of the assessment she was experiencing low mood and 
bereavement reactions to a number of current losses and a subsequent reactivation of 
previously unresolved losses.
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Prior to the fall Mrs Green was an extremely active person, who regularly went out 
alone. Following the fall, she was anxious about walking alone or unaided and fearful 
of falling. She was avoiding certain situations and using safety behaviours.
Mrs Green completed the Hospital Anxiety and Depression Scale, however this not 
highlight clinical levels of anxiety or depression. It was possible that she may have 
minimised her distress. She presented as very tearful and subjectively described a 
more anxious presentation. There were no significant current risk issues identified, 
and this was monitored throughout.
Initial Formulation
Weerasekera’s (1996) model integrated with the cognitive-behavioural model and 
theories of grief and loss was used to understand her difficulties.
Predisposing Factors
• Increased vulnerabilities following exposure to the War
• An insecure attachment with her mother
• Previous episodes of depression
• A family history of depression
Precipitating Factors
It was hypothesised that there were two main triggers to her distress.
1. The fall
2. The occurrence of numerous bereavements in a short space of time
These triggers presented her with a perceived threat of safety to self and others which 
caused her to become anxious.
Perpetuating Factors
• It is possible that she may not have processed previous bereavements and instead 
suppressed her grief. This may have maintained her distress and presented as a 
delayed or more extreme grief reaction, which she found overwhelming and 
unmanageable.
• A discomfort with grief and a “pull yourself together” mentality may have 
prevented her from expressing her emotions and processing her losses.
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• Her anxiety was maintained through her thoughts about perceived threats to 
herself or others and her beliefs that she was unable to cope. This was further 
maintained through avoidance and safety behaviours.
Protective Factors
• She was motivated to change
• She had a good social support network.
Action Plan
The action plan was based upon cognitive-behavioural approaches, and theories of 
loss and bereavement. A referral was made to the Fear of Falling group at a specialist 
rehabilitation centre.
Intervention
Mrs Green was seen for twelve sessions. Much of the work focused on engaging her 
in therapy and developing the therapeutic alliance. It was important to demonstrate to 
her that the therapist was able to manage her distress, given she may not have had the 
experience of her emotions being contained by herself or others.
It was important to facilitate emotional expression in the process of adjustment to her 
losses. The work aimed to validate and explore her losses enabling her to progress 
through the stages of grief.
Cognitive-behaviour therapy was used to discuss her thoughts and to challenge them. 
Activity scheduling was used to plan realistic and achievable targets in a graded 
fashion, and she was supported to carry out the planned activities between sessions. 
She was encouraged to use breathing exercises and relaxation techniques. We 
discussed the possibility of relapse and collaboratively discussed how she might 
manage this drawing upon her resourcefulness, resilience and skills.
Given the numerous losses she had experienced it was fundamental that we discussed 
endings early on and prepared for this so that she was able to experience a successful 
ending.
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Outcome and Follow-up
She attended all sessions, and engaged well. Using techniques outside of the session 
enabled her to generalise strategies she had learned to a variety of situations.
We collaboratively created an individualised subjective measure to highlight change. 
This ranged from 0 (“the worst things have ever been”) to ten (“my normal self’). 
Throughout the therapy her ratings of her presentation improved from three to eight 
out of ten. Qualitatively she described the following changes suggestive of 
improvement: increased motivation and engagement in activities, improved mood, 
being less tearful, able to travel further distances with support, and being able to leave 
the house on her own for short distances.
Reformulation
Formulating her difficulties using an integrative framework seems to have 
conceptualised her presenting difficulties and successfully guided an appropriate 
intervention. An effective outcome was achieved (as perceived by both therapist and 
client). It was therefore unnecessary to reformulate.
Critical Evaluation
The focus upon engagement throughout was fundamental, and consequently a strong 
therapeutic alliance was built and a good outcome was achieved. This was further 
supplemented by her motivation to change and willingness to consider psychological 
techniques alongside her medication. It was important to provide feedback about her 
resilience and resourcefulness in order to reinforce her motivation and commitment.
Whilst this integrative approach in working with her intense grief reaction, anxiety 
and low mood achieved an effective outcome, such an approach may be criticised for 
not being purely evidence based. However this case study itself provides practice 
based evidence for working with a range of difficulties.
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Abstract
Background. Studies from the USA show high rates of ’dual diagnosis’ and suggest 
that this may have a detrimental effect on an individual’s presentation and care. 
However, there are few studies in the UK.
Objectives. To describe the proportion of clients from an iimer London community 
mental health team who presented with both mental health problems and substance 
misuse. To explore whether staff saw substance use as a complicating factor and, if 
so, in what ways.
Method. An audit to identify the prevalence of dual diagnosis within the CMHT. 
200 inpatient, outpatient and community clients were identified from the current 
caseload.
Results. The prevalence rate for any substance use among the caseload was 27%, 
37% were considered to have a formal ‘dual diagnosis’, and 5.5% received input from 
a specialist drug and alcohol service. Drug and/or alcohol use was considered to be a 
complicating factor for 83% of those that used substances.
Conclusions. This study has shown similarly high levels of ‘dual diagnosis’ in 
comparison to previous research conducted in London. The use of substances 
alongside a mental illness was perceived by staff as a complicating factor in an 
individual’s presentation and care. The difficulties staff identified, have a number of 
implications including the possible need for staff training and support, or more joint 
working with the specialist drug and alcohol teams. Further research may be useful to 
look at how we might provide a better service to accommodate both staff and client 
needs.
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Introduction
The growing number of individuals with a mental health problem that co-exists with 
substance misuse has recently received increasing attention. The term “dual 
diagnosis” has been used to describe this group who have both a mental illness and 
significant substance misuse problem.
Most research looking at ‘dual diagnosis’ has been done in the USA with few studies 
looking at the UK or Europe where patterns may be different (Menezes et al, 1996). 
Research in the USA has indicated that users of mental health services have high rates 
of substance misuse. The reported prevalence rates vary from 20% to 75% (Barbee et 
al, 1989; Drake et al, 1989; Reigev et al, 1990).
Bemadt and Murray (1986) looked at admissions to two South London psychiatric 
hospitals and found rates of excessive drinking to be 8.8% of those with 
schizophrenia, 20% of individuals with mania and 25% of individuals suffering from 
bipolar depression. Duke et al (1994) highlighted a 22% lifetime prevalence rate of 
problem drinking in people with schizophrenia in a defined London area.
Menezes et al (1996) used both client and staff perceptions of substance use within the 
caseload of a Community mental Health Team (CMHT) in south London. They 
identified a one year prevalence of 36.3% of individuals with problems related to 
drugs or alcohol, 31.6% were identified as having alcohol problems and 15.8% as 
having drug problems. They found men were 2.1 times more likely to have problems 
related to using substances, 1.9 times more likely to use alcohol and 2.7 times more 
likely to use drugs. Alcohol misuse was equally as frequent in black and white 
individuals, but less so in other ethnic groups. Those suffering from depression with 
psychotic symptoms showed higher rates of alcohol misuse than other diagnostic 
categories. Drug misuse was more prevalent in Black Caribbeans, but no pattern in 
relation to diagnosis. Problems they identified related to use of substances included, 
increased use of psychiatric emergency services, hospital admissions and time spent in 
inpatient services.
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A local trust policy (South West London and St Georges Mental Health NHS Trust, 
2002) identified high levels of substance misuse in those accessing general psychiatric 
services (28-36% of patients presenting with a psychotic illness to an inner London 
hospital) and high levels of other psychiatric problems in patients accessing addiction 
services (80% of admissions to an inner London Addiction Unit, and 10-20% of those 
accessing inner London Community Drug Teams).
An increase in the use and availability of drugs and alcohol within the general 
population may partially explain the high rates of substance misuse of individuals with 
a mental illness. In the UK, closures of long-stay institutions have perhaps exposed 
these people to a wider and more accessible range of substances in the community 
than they would have done prior to deinstitutionalisation (Menezes et al, 1996).
Individuals who have both a mental illness and a substance misuse problem present 
many challenges for health care professionals (Gaffoor & Hussein Rassool, 1998). 
The Department of Health (2002) identifies a number of complicating factors of using 
substances alongside a mental health problem. These include an increase in 
psychiatric symptoms, increased use of services, poor adherence, homelessness, 
increased risk of HIV, poor social outcomes, increased rates of violence and 
aggression and suicide.
It is recognised that a dual diagnosis may complicate assessment and treatment and 
have implications for prognosis. Professionals in a London based CMHT were 
interested in the current level of prevalence of substance misuse alongside mental 
illness, the demographic factors associated with this and the complexity of these cases. 
This research project has attempted to address these areas. The aims of this project 
were as follows:
• To identify the pre valence of clients presenting to the CMHT with both mental 
health problems and substance misuse
• To investigate the demographic variables associated with ‘dual diagnosis’
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To investigate -whether staff perceive substance use to be a complicating factor 
in clients’ presentations and care and if so in what way.
Method
Design
An audit^  ^with a descriptive design was carried out using a questionnaire to identify 
the prevalence of ‘dual diagnosis’ within the CMHT and to investigate the 
demographic variables associated with this. The questionnaire also surveyed whether 
staff perceived substance use to be a complicating factor in an individual’s 
presentation and care, and qualitative data was gathered to explore this in more detail. 
This qualitative data was explored and subsequently collapsed into categories.
Setting
Data were collected from one inner London CMHT providing a service for adults with 
moderate to severe mental health problems, from a variety of ethnic, religious and 
social and economic backgrounds.
Participants
A database of client details held by the CMHT was used to identify the current 
caseload on the 18* March 2005.
Procedure
Eleven keyworkers were identified and given a questionnaire about each client in then- 
current caseload.
Measures
Demographic details including age, gender, diagnosis, ethnicity, and religion, were 
drawn from the database.
See Appendix One for the ethieal scrutiny form
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A questionnaire (see Appendix Two) was designed by the author with the support of 
the placement supervisor and research tutor. The questionnaire was initially piloted 
with members of the CMHT for face validity and adapted following their comments. 
Changes made included revising the initial scale for severity/complexity ratings.
Keyworkers were asked the following in relation to the clients on their current 
caseload:
• To rate the severity/complexity of client difficulties on a 0 to 10 Likert scale 
(0 being not severe/complex and 10 being extremely severe/complex)
• Which substances the client uses (drugs, alcohol, both or none) and if they use 
drugs which type
• If in their view drugs/alcohol use is a complicating factor in the clients 
presentation
• Whether the client has a dual diagnosis
• Whether the client is currently involved with a specialist drug and alcohol 
team
• To highlight the ways in which drugs/alcohol are complicating factors in the 
clients presentation and care
Results
The database identified 322 clients. However data were only obtained for 200 (62%) 
of these. Eighty-two clients were excluded because they either had not yet been seen 
or allocated a keyworker, or were inappropriate referrals. Ten clients were excluded 
because they only received social work input. Thirty clients were excluded because 
one keyworker did not return the questionnaire.
The age range of the 200 clients identified was from 18 to 74, the mean age was 44 
(SD 13.95). There were 92 males and 107 females (the gender of one participant was 
not recorded). Fifty-four (27%) were identified as using substances alongside a
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mental illness. Of these 35 (65%) used alcohol, 6 (11%) used drugs and 13 (24%) 
used both substances.
Figure One: Substance use across the caseload
substance use
■  alcohol
□  drugs
□  both
□  p a s t  drug u s e
Staff considered drug and/or alcohol use to be a complicating factor in 45 (83%) of 
those identified as using substances (n=54). Twenty (37%) were considered to have a 
formal ‘dual diagnosis’, 3 (5.5%) received input from a specialist drug and alcohol 
service. A Chi square test'^ ® found a significant difference between those who did and 
did not misuse substances (n=194) and whether staff viewed this as a complicating 
factor (X(l)=132.955, p=0.0005).
Staff were asked to rate the severity/complexity of each client on a scale of 0-10. A 
Mann Whitney U test found no significant difference between the ratings of those who 
used substances and those who did not using (z =-1.698, p=0.089).
Using Yates’ Correction for Continuity
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Of those that used drugs and/or alcohol (n=54), 23 (43%) were female and 31 (57%) 
male (see Table One). There were a higher proportion of males identified as 
substance users than in the total caseload and a higher proportion of males (83%) 
amongst the drug users. It was not possible to carry out statistical analysis looking at 
drugs and alcohol use separately across gender; therefore this data was collapsed into 
substance use versus none. A Chi square test' '^ found no significant difference 
between gender and substance use (X  ^(1)=2.995, p=0.084).
Table One: Gender of the sample
Total
Caseload
Use
Alcohol
Use Drugs Use Both
Number of 
participants
199 35 6 13
Gender Males 92 (46%) 19 (54%) 5 (83%) 7 (54%)
Females 107 (54%) 16 (46%) 107% ) 6 (46%)
Figure Two: Gender of the sample
Sex
■  m ale 
□  fem ale
alcohol drugs both none past drug
substance use
Using Yates’ Correction for Continuity
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The age range of those that used any substances was 18-70; the mean age of this group 
was 41 (SD 11.24). Alcohol use was highest between the ages of 30-59 and lowest in 
those over 60. Drug use was only noted between the ages of 30-49. Use of both 
alcohol and drugs was highest in the 18-29 age group and lowest in the 50-59 age 
group, with no one over 60 noted as using drugs and only a few cases as using 
alcohol.
Figure Three: Substance use across the age groups
0) 20
18-29
substance use
■  alcohol
□  citigs
□  both
■  none
□  past dug use
30-39
I r
40-49 50-59
A g e g r o u p
60-69 70-74
The caseload contained clients from a range of ethnic backgrounds. Ethnicity was 
recorded for 179 clients, 47 of which were identified as using substances. These data 
were collapsed into the categories below, 29 (21.6%) of the White participants used
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alcohol and 10 (7.5%) used drugs and alcohol. These White individuals represented a 
high proportion of those that used alcohol (93.5%) and those that used both drugs and 
alcohol (90.9%). None of the mixed ethnicity or Chinese/other participants were 
identified as using any substances. Of the Asian participants 1 (8.3%) used alcohol 
and of the Black participants 1 (4.3%) used alcohol, 2 (8.7%) used drugs and 1 (4.3%) 
used both. Despite a low proportion of Black individuals in the total caseload 40% of 
the drug users were Black and 60% White. However, these numbers were small and 
therefore these figures should be treated with caution. Due to the small numbers it 
was not possible to conduct a Chi-square on this data.
Figure Four: Ethnicitv of the sample
■ -
drugs
L
both
1
Ethnicity
g  white 
r~l mixed 
□  asian 
g  black
Q  Chinese or other
past drug
substance use
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Table Two: Ethnicitv of the sample
Total
Caseload
i i g i l f l l }
Alcohol
M ê ê Ê ê.
Drugs
Use Both
Number of 
participants
‘ ' ..
179 31 5 ,11
Ethnicity White
% C aseload
% Ethnicity  
% Substance use
134
75%
29
21.634
933%
3
2 2 %
60%
10
73%
9fr9%
Mixed
% Caseload  
% Ethnicity  
% Substance use
6
33%
0 0 0
Asian /f:--
% Caseload  
% Ethnicity  
% Substance use
12
6 J %
1
83%
T 2 %
0 0
Black
% Caseload  
% Ethnicity  
% Substance use
23
12.8%
1
43%
T 2 %
2
82%
40%
1
43%
93%
Chinese/Other
% Caseload  
% Ethnicity  
% Substance use
4
2 2 %
0 0 0
The total caseload contained people from a variety of religious backgrounds. Of the 
5.5% Muslims identified none of these were believed to use substances.
The diagnoses were recorded for 171 of the total caseload and 46 of those that used 
substances (see Table Three). All individuals with a diagnosis of substance misuse 
were identified by staff as misusing substances. All of those identified as using drugs 
and 50% of those using both substances had a diagnosis of schizophrenia. Due the 
small number of cases in some cells it was not possible to conduct a Chi Square test.
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T ab le  T hree: D ia g n o s is  o f  th e  sam p le
Total
Caseload
Use
Alcohol Drugs
Use
Both
Number of 
participants
171 31 5 , 10
Diagnosis Substance Misuse
% Caseload  
% Substance use  
% D iagnosis -
6
3 3 %
4
12.9%
66.7%
0 2
20%
3 3 3 %
Schizophrenia
% Caseload  
% Substance use  
% D iagnosis
88
51.5%
13
41.9%
14.8%
5
10034
5 2 %
5
50%
5 2 %
Mood Disorders
% C aseload  
% Substance use  
% D iagnosis
47
27.5%
7
2 2 6 %
15.2%
0 1
16%
2 2 %
Anxiety Disorders
% C aseload  
% Substance use 
% D iagnosis
19
11%
3
9 2 %
15.8%
0 2
20%
1 0 .334
Eating Disorders
% Caseload  
% Substance use  
% D iagnosis
3
1.75%
2
6 3 %
66.7%
0 0
• î f c
Personality
Disorders
% Caseload  
% Substance use 
% D iagnosis
8
4.7%
2
6 3 %
25%
0 0
S ta f f  w ere  a sk ed  in w h a t w a y  u s in g  su b sta n ces  c o m p lic a te s  an in d iv id u a l’s 
p resen ta tion  and  care. S ta f f  m ade a nu m ber o f  c o m m e n ts  regard ing  4 4  in d iv id u a ls . 
T h ese  h a v e  b een  co n d e n sed  and ca teg o r ised  b e lo w .
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T a b le  Four: C o m p lica tin g  factors
Complicating Factor Frequency o f Response
N e g a tiv e  e f fe c t  o n  m en ta l hea lth 15
In creased  risk  (v io le n c e /a g g r e s s io n  &  su ic id e /se lf-h a r m ) 10
M a la d a p tiv e  co p in g  stra teg y 8
S e lf -c a r e /se lf -n e g le c t  ; V 7
A b ility  to  en g a g e  ' . _ > 6
P h y sica l heall h 6
In v o lv e m e n t w ith  o th er  p r o fe ss io n a ls 4
F in a n c es /a c c o m m o d a tio n 4
In sig h t - , , , ' ' , ’ 4
C o g n itio n 4
R e la p se  ■- 2
P oorer treatm ent adh erence 2
G a m b lin g /p ro stitu tio n /th eft 2
F u n ctio n in g  - " 1
Im p act o n  fa m ily  ' 1
M o tiv a tio n 1
P ro g n o sis 1
T h e m o st freq u en tly  rep orted  co m p lic a tin g  factor  w a s a d etrim enta l e f fe c t  o n  a  
p e r so n ’s m en ta l heath , su ch  as an “ in crea se  in sy m p to m s” and “d eterioratin g  m en ta l  
h ea lth ” . S ta f f  m ade a num ber o f  c o m m e n ts  abou t risk  w h ic h  in c lu d ed  v io le n c e  and  
a g g r ess io n  (5 ) and in crea sed  risk  o f  su ic id e  or se lf-h a rm  (5 ). A  n u m ber o f  s t a f f  fe lt  
that c lie n ts  u sed  su b sta n ces as a  “m ala d a p tiv e  c o p in g  stra teg y ” for  their i lln e s s  and  
that su b stan ce  u se  a ffe c te d  their a b ility  to  e n g a g e  w ith  se r v ic e s . S u b sta n ce  u se  w a s  
se e n  to  a ffec t se lf-ca re  and  p h y sica l h ea lth  for a n u m ber o f  in d iv id u a ls .
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Discussion
There was a good response rate in this study, despite some clients being excluded for 
reasons noted above. Of eleven keyworkers, ten completed the questionnaires.
This study has found lower rates o f ‘dual diagnosis’ (27% v 36.3%) in comparison to 
the Menezes et al (1996) study. Rates of alcohol use were lower (17.5% v 31.6%) and 
drug use was lower (3% v 15.8%). This study also looked at use of both alcohol and 
drugs (6.5%), which may account for some of the variation. These comparisons 
should be treated with caution due to the differing samples and methodology. Both 
studies had a similar sample size, however the Menezes et al (1996) study looked at 
one-year prevalence rates and clients with severe mental illness (whereas this study 
sampled a range of illness severity).
This study found similar rates of ‘dual diagnosis’ (27% v 28-36%) to figures from a 
local trust document (South West London and St Georges Mental Health NHS Trust, 
2002) looking at individuals with a psychotic illness who presented to hospital. 
Comparisons are difficult to make between the present study and those focusing on a 
specific illness or service. This study reflects a clearer picture of ‘dual diagnosis’ 
within a CMHT caseload, which often does not just consist of individuals with 
schizophrenia. Clients with other diagnoses may also misuse substances. It may be 
useful to obtain further data about the prevalence of ‘dual diagnosis’ across different 
diagnoses.
This study may underestimate the prevalence of ‘dual diagnosis’ in the caseload. 
Individuals often disguise substance use from staff, or some staff may lack the 
confidence to inquire about use (Gafoor & Hussein Rassool, 1998). The data used in 
this study included some individuals new to the CMHT, for whom staff may not yet 
be aware of their substance use. Whilst initial team assessments enquire about 
substance use, clients may withhold this information and it may take time for staff to 
discover this. It may have been useful as in the Menezes et al (1996) study to explore 
both client and staff reports, however, due to limited time and resources this was not
131
Research Dossier
Service Related Research Project
possible. There may be differing thresholds of what staff consider to be a problematic 
use of substances, particularly with alcohol. In hindsight, it may have been useful to 
use a tool developed by Drake et al (1989) identifying five ratings of substance use 
ranging from abstinence to severe dependence.
The most commonly used substance identified was alcohol and secondly cannabis. 
This is a similar finding to other studies (Menezes et al, 1996) and, perhaps reflects 
the availability of such substances, and the fact that alcohol is legal and deemed 
socially acceptable.
As in the Menezes et al (1996) study more males used substances, however, statistical 
analysis showed this difference was not significant (p=0.084). Alcohol misuse was 
higher between the ages o f30-59, drug misuse was only found in the 30-49 age group, 
and drug and alcohol misuse was highest in the 18-29 age group. No one over 49 used 
drugs, which may reflect a younger drugs ‘culture’. The lower rates of drug misuse 
and decline in alcohol consumption in older people may be explained by changes in 
life circumstances and attitudes or increasing ill health.
No Muslim clients were identified as using substances. This may reflect a strict 
compliance to religious beliefs. It may be that due to their beliefs any substance use is 
frowned upon, and therefore hidden, or perhaps only includes occasional use rather 
than misuse.
A Chi square'*^  found a highly significant difference between those who did and did 
not misuse substances and whether staff viewed this as a complicating factor 
(p=0.000). Surprisingly there was not a significant difference between staff ratings of 
complexity/severity for those who did and did not use substances (p=0.089).
Despite staff considering substance misuse to be a complicating factor for 83% of 
those who used substances, and 37% having a formal ‘dual diagnosis’, only 5.5% 
received input from specialist drug and alcohol services. This may reflect research
’ Using Yates’ Correction for Continuity
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suggesting that people with both mental health and substance use problems are best 
treated by mental health services (Minkoff, 1989), and government and local trusts 
implementing such recommendations.
The most frequently reported complicating factors were a detrimental effect on a 
person’s mental heath, and risk (including violence/aggression, and suicide/self-harm. 
Staff believed that substance misuse was a “maladaptive coping strategy”, and that it 
also affected their ability to engage with services. The complicating factors noted 
here are consistent with those in the literature. However some factors documented in 
the literature, were not identified in this study, such as hospital admissions and length 
of time in contact with services. It is not clear why these were not identified, as these 
factors were also included on the prompt sheet for question 6 (see appendix two).
As staff have highlighted numerous difficulties in working with this client group. It 
may be useful to consider how the service might best meet both staff and client needs. 
There may be implications for the service in terms of how staff might be supported in 
working with such complex clients. Suggestions include:
• Further staff training to build on existing skills
• Peer support across CMHT and specialist services to address the difficulties 
staff face in working with this client group
• To consider the possibility of joint work between CMHT and substance misuse 
services
• The service might develop a liaison relationship with drug and alcohol teams
• A ‘dual diagnosis’ worker may be employed as in other areas of the trust
As the caseload changes regularly it was only possible to get a snapshot of the 
caseload at this time. However this serves as a useful baseline measure and it may be 
interesting to repeat this study in the friture to look at any changes.
The results from this study are limited to a small area of inner London and as such 
cannot be generalised to other areas of the UK such as suburban or rural areas where 
patterns may be very different. Further research in these areas is necessary to
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highlight whether indeed patterns o f ‘dual diagnosis’ do differ, and if so how services 
can accommodate these differing needs.
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P s y c h D  C l i n i c a l  P s y c h o l o g y
Service Related Research Project 
Ethical Scrutiny Form
The nature of the proposed project is such that I am satisfied that it will not require 
scrutiny by the trust’s ethical committee.
Name of Field/Placement Supervisor: 
Signature of Field/Placement Supervisor
Name of Trainee: Sophie Langford
Title of SRRP: Dual Diagnosis within an Inner London Community Mental
Health Team.
Date: July 2005.
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CMHT Audit - Dual Diagnosis within the CMHT 
Service Related Research Protect
Dear Team
As you are aware I am currently on placement within the CMHT and undertaking my 
doctorate training in clinical psychology at the University of Surrey, Guildford. As 
part of my course Î am required to conduct a srhail-scale service related research 
project. Following discussions with the team it was agreed that if would be useful to 
conduct an audit looking at dual diagnosis witliin the current caseload.
This study aims to explore the number o f clients on the CMHT caseload that present 
with both mental health problems and substance misuse, it also hopes to consider 
whether this is a complicating factor in their presentation and the impact this may 
have on their treatment.
P le ^  could yew cooq^ete the Aliowng questionnaire, answering the questions for 
each of the clients on your casdoad. If there ^  any clients that you may have had
limited contact with and are therefore uncertain about their presentation please 
indicate on the questionnaire that you have insufficient information to comment.
Most of the questions simply require you to circle a response. There is oiK question
that asks you to rate the severity/complexity of the clients presentation on a scale of 0- 
100. The final questions asks you to comment brieSy on the way in which 
drug/alcohol impact upon the clients presentation and care, there are some prompts 
indicated overleaf but please do not fee! constrained by these. If there are any other 
important factors please note these on the questionnaire. This questionnaire should 
take you approximately up to 40 minutes to complete depending on the size o f  your 
casdoad.
Please could you return all questionnmres to myself by Tuesday 3^ May 2005.
1 hope to feed back the results of this audit to the team at a later date.
If you have any further questions about this audit please do not hesitate to contact me. 
My contact details are:
Wednesdays, Thursdays and Alternate Fridays 
Ext 2553
I am being supervised on this project by:
Dr (Senior Clinical Psychologist) -  CMHT
Dr Fiona Warren (Research Tutor) -  University o f Surrey, Guildford
Thank yon for your pardcipafion.
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Prompts for Question 6
In your view, in what way are drugs/alcohol a complicating &ctor in thi: 
person's presentation and care
In answering this quesdon it migbt be helpM to consider the Wlowing: 
f Length of time in contact with services 
. Number of pro&ssionals involved in this person' s care 
. Level of CPA 
. Risk
. Violence/aggression 
, Suicide
. Frequency of appointments 
 ^ Hospital admissions
. Involvement with other agencies or specialist teams 
. Prognosis 
.  Ability to engage
# Ability to do meaningful work with this person
# Impact on this person's li&
:# Impact on this person's family
4 Ef^ct on this person's mental health symptoms 
& Adherence to treatment
& Self-care
. Finances or accomodation 
& Other -please specijÿ
This list is not exhaustive and is in no particular order.
Please do not W l constrained by the above list of prompts. If you feel 
there are other &ctors that are important please note these on the 
questionnaire.
Thank you.
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I write to confirm that as part of her core placement at Putney CMOHT Sophie Langford 
undertook a formai presentation of the findings of her service related research project at a 
multidisciplinary' team meeting on 15*'' August 2005.
Yours Sincerely
Dr.
Senior Clinical Psychologist 
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Centre for Mental Health 
Hospital
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Taedophiles*
Background
Print media is believed to be significantly influential on the public’s moral position 
(Farrow & O’Brien, 2005), their perceptions of ‘paedophiles’ (Gavin, 2005) and the 
public’s views on how ‘paedophiles’ should be treated by the judicial system (Sprott 
& Doob, 1997). Treatments have appeared to focus on incarceration and little 
attention has been paid to the rehabilitation of offenders or whether this is effective in 
preventing re-offending.
Aims
The aims of the research were to explore media constructions of ‘paedophiles’ 
focusing on constructions of the ‘nature’ and ‘origins’ of ‘paedophilia’ and tracing 
implications for the rehabilitation o f ‘paedophiles’.
Method
Print media in the form of newspaper articles were used to examine the research 
question. A selection o f ‘popular’, ‘mid market’, and ‘quality’ newspapers, published 
over three weeks from 30th January to 18th February 2006 were analysed using 
discourse analysis (Potter & Wetherell, 1987). This method was used to examine how 
the media used language to construct ‘paedophiles’, to identify the functions these 
constructions performed, and to consider how these functions are achieved (Coyle, 
2006).
Results
Forty-two newspaper articles were used in the analysis, and the majority of these were 
found in the ‘popular’ press, especially ‘The Sun’. The main themes that emerged 
were: the depersonalised construction of the ‘paedophile’ (with an emphasis on the 
inherently evil and inhuman nature of the ‘paedophile’ emphasised); the blaming and 
positioning of responsibility for offending (emphasising the responsibility of 
professionals to prevent offending); and the context of child protection and
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rehabilitation (an emphasis being placed on custodial sentences rather than 
rehabilitation).
Discussion :
The practical and theoretical implications of these findings were discussed (including 
the construction o f ‘paedophiles’ affecting their motivation to seek help and its role on 
the maintenance o f ‘paedophilic’ behaviour), as well as the limitations of the study.
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Abstract
Design
This was an exploratory study investigating the quality of life (QoL) in people with 
severe neuro-disabilities as a consequence of either a sudden onset (brain injury) or 
progressive degeneration (multiple sclerosis). The aims were; to compare how these 
groups perceive their QoL and what factors are important to their QoL, to obtain a 
broader understanding of the factors that relate to QoL judgements in these two 
groups (specifically investigating the associations with depression, self-esteem and 
autobiographical memory), and to determine whether individuals use social 
comparisons when making QoL judgements and if so, the type(s) of comparison they 
make.
Method
Thirty-six participants completed the following measures: the Schedule for the 
Evaluation of Individual Quality ofLife Direct Weighting Scale, subjective ratings of 
QoL, World Health Organisation Quality of Life Brief Scale, Geriatric Depression 
Scale, Rosenberg Self-Esteem Scale, Autobiographical Memory Interview and Social 
Comparisons Interview.
Results
No significant difference was found in QoL perceptions between these groups. The 
results demonstrated that it is possible to use both predetermined (questionnaire) and 
more complex individualised measures of QoL with severely disabled individuals. 
Some significant negative relationships were found between QoL and depression. 
This study showed people use different social comparison strategies in making 
judgements about QoL.
Conclusion
It was not possible to carry out complex statistical analyses with a small sample size 
and the causality of any relationships found could not be identified. Further 
investigation of this area is warranted.
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Introduction
This thesis will begin by discussing the population of severely disabled individuals 
from which the sample is drawn. It will outline the clinical presentations of these 
individuals, the difficulties they may face as a consequence of their conditions, and 
the possible impact of these upon their quality of life (QoL). The issue of QoL will 
then be addressed, focusing on the history of QoL measurement, what is understood 
by the concept and the key approaches to understanding and measuring this construct. 
The literature investigating QoL in this population will then be considered, followed 
by a discussion of the factors which may affect QoL (depression, self-esteem) and the 
processes that may be involved in QoL judgements (autobiographical memory and 
social comparisons). Finally the rationale, objectives and hypotheses of this study will 
be outlined.
Severe Neuro-disabilities
Extensive damage to the brain either as a consequence of an accident or illness can 
result in severe neuro-disabilities. These individuals typically present with severe and 
profound disabilities, including significant physical, cognitive, emotional, 
communication and/or behavioural impairments. Consequently, individuals often 
have difficulties with, or are unable to; live independently, drive or use public 
transport, return to education or employment, participate in leisure or social activities, 
fulfill family roles, and maintain personal and sexual relationships. A severe neuro­
disability can be extremely disruptive to important life stages and tasks (e.g. 
completing education, establishing careers, starting families). Difficulties can persist 
for decades and present individuals with huge challenges in the face of reduced 
abilities and resources, which can therefore have a considerable impact upon QoL 
(Teasdale & Engberg, 2005).
Research in health has for some time been interested in the concept of QoL as a key 
aspect of an individual’s experience of ill-health. Quality of life generally refers to 
the emotional, social and physical well-being of a person, and their ability to function 
in everyday life. Quality of life is a complex issue when considering any health
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related change, particularly when it includes damage to a sophisticated system like the 
brain (Seibert et al, 2002). The measurement of QoL is helpful for investigating the 
impact of: i) social, emotional and physical effects of the process of illness/injury, ii) 
treatment interventions and iii) the level of recovery, upon a person’s life (DePalma,
2001). It can be helpful m identifying any social, emotional and physical support 
necessary during illness, and has implications for the care and management of 
individuals, clinical audit, and assessment and development of clinical services 
(Murrell, 1999a). Measurement of QoL is imperative in the treatment and care of 
people with severe neuro-disabilities, as they are often highly dependent upon others 
for support with everyday living and have very little control over their environment. 
For these individuals where there may only be limited recovery or where there is no 
known cure for their condition, enhancing our knowledge about QoL and how to 
maximize it is imperative.
There have been few studies investigating QoL in people with neuro-disabilities. 
Where research exists it tends to consider more able individuals with mild to 
moderate, rather than severe neuro-disabilities. This may be partly attributable to 
factors that make assessment difficult with these individuals, including problems 
related to cognitive, emotional and communication difficulties. Therefore it seems 
there is a group of people with severe neuro-disabilities, about whose QoL we know 
very little. This group consists of individuals with various types of neurological 
illnesses or brain injuries, which may have some parallels in terms of the damage to 
the brain and the consequent disabilities they encounter. However, people with severe 
neuro-disabilities can also be grouped according to their differences into those who 
have experienced a one off event causing damage to the brain and those who suffer 
from progressive damage and deterioration. People who have sustained brain injuries 
(BI) and those with a diagnosis of multiple sclerosis (MS) are examples of these 
groups. Whilst the disabilities these individuals face are similar, the onset, adjustment 
and prognosis are distinct and therefore there may be differences in their QoL.
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Multiple Sclerosis: an introduction
Multiple Sclerosis (MS) is a chronic progressive neurological condition, which occurs 
as a result of demyelination of the central nervous system. This causes motor 
symptoms (e.g. impaired mobility, loss of muscle strength and dexterity, stiffiiess and 
spasms, and balance problems), somatosensory problems (numbness, and reduced 
sensation), pain, visual difficulties, speech problems, sexual dysfunction, paralysis, 
bladder and bowel dysfunction, deterioration in cognitive functioning, difficulties with 
communication, anxiety, depression and fatigue (Strober and Arnett, 2005). .
In the UK, between three and seven people per 100,000 are diagnosed with MS each 
year; it is estimated that MS affects approximately 52,000 to 62,000 people in 
England and Wales (National Institute of Clinical Effectiveness, 2003). Onset 
typically occurs between the ages of 20-40 years and is almost twice as likely to occur 
in women as men (MS Society, 2005). The causes of MS are unknown; research 
suggests a combination of genetic and environmental factors may contribute to the 
development of the condition (Compston and Coles, 2002). Multiple Sclerosis 
follows an unpredictable course with considerable variation amongst individuals. The 
disease is often characterised by periods of increasing new symptoms and worsening 
of existing ones, and periods of remission, where symptoms reduce, lessen or 
disappear (Vanderplate, 1984). There are four main types of MS: i) Relapse remitting, 
characterised by unpredictable relapses followed by periods of remission; ii) 
Secondary progressive, where symptoms do not disappear completely after a relapse, 
and levels of disability increase gradually; iii) Benign, characterised by a small 
number of relapses, followed by complete recovery (this type can only be diagnosed 
after 10-15 years with little or no disability); and iv) Primary Progressive, a rare form, 
which occurs where there are no periods of remission, and jfrom the onset, symptoms 
and disability increase'* .^
Although it is possible to manage many of the symptoms of MS, there is currently no 
known cure, no treatment that influences the overall trajectory of the disease, nor any
The MS participants used in this study had severe neuro-disabilities and either secondary progressive 
or primary progressive MS.
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preventative measures (Schapiro, 1994; Sibley, 1990; Svenson et al, 1994). However 
due to improvements in treatment methods for managing the disabilities faced by 
those people with MS, life expectancy is almost comparable to those without the 
condition (Weinshenker, 1994).
Multiple Sclerosis can have a significant impact on an individual’s psychological 
well-being and lead to emotional difficulties, depression and even suicide (Stem, 
2005). Those who are diagnosed with MS face various difficulties with adjustment, 
including accepting the uncertainty and unpredictability of the condition. The 
condition can affect employment, personal and family relationships, social functioning 
and financial status (Feinstein, 1999), all of which may impact upon QoL.
Brain Injury: an introduction
Brain Injuries (BI) occur when an incident causes damage to the brain, resulting in a 
broad spectmm of symptoms and disabilities. Brain injuries can be sustained through 
open head injuries (e.g. bullet wound), closed head injuries (e.g. a fall), 
deceleration/diffuse injuries (e.g. in a road traffic accident), chemical or toxic 
poisoning (e.g. carbon monoxide), hypoxic injuries where there is a lack of oxygen to 
the brain (e.g. following a heart attack), brain tumours, infections (e.g. encephalitis), 
or cerebral vascular accidents (stroke). Brain injuries can result in a number of 
significant physical, cognitive, emotional, communication and/or behavioural 
impairments.
Because of the numerous conditions that constitute BI it is difficult to report exact 
prevalence figures (Royal College of Physicians & British Society of Rehabilitation 
Medicine, 2003). The Medical Disability Society (1988) estimated the annual 
incidence of severe BI in the UK to be approximately 8 per 100,000 population; those 
with moderate injury 18/100,000 population; and mild injury 250-300/100,000 of the 
population. McLellan et al (1998) suggested that of those with moderate to severe BI, 
approximately 10-20% are likely to have severe disabilities and/or prolonged coma.
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and 65-85% will have a good physical recovery but are less likely to have a frill 
cognitive or psychosocial recovery.
A national survey of Health Authorities, which investigated services provided for 
people with severe brain damage, found the majority reported fewer than four patients 
per Health Authority (Andrews, 1992). Only 11-12% of Health Authorities reported 
more than 10 patients, and 12-13% reported 5-10 patients. Andrews (1992) estimated 
the overall prevalence for severe brain damage in England as 4 per 100,000 
population.
This study will focus on those people with severe neuro-disabilities (as opposed to 
mild to moderate disabilities) as a consequence of BI or MS, who are not typically 
used in research due to cognitive, physical and communication difficulties, yet still 
have an important contribution to make to the literature'*'^ .
Quality of Life
The definition of QoL seems to have changed considerably as a consequence of 
developments in the literature over time. It is helpful to consider this definition within 
the historical context of QoL and its measurement. In particular, the move from a 
functional health based approach, to a consideration of the different domains that 
constitute QoL, and more recently towards a person-centred approach to measuring 
QoL.
History o f Quality o f Life measurement
Prutkin (2002) reviewed the history of QoL measurement and suggested the earliest 
attempts at measurement began in the 1930s. Measurement initially focused on 
objective measures of functional health status, and the ability to complete basic self- 
care and physical activities necessary for independent living (Department of Social 
Welfare, 1937; New York Heart Association, 1939). Following World War II,
A  fuller description o f  the sample characteristics o f  this study will be provided in the method section.
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Moskovitz and McCann (1957) developed possibly the first fiinctional status index to 
include mental and emotional factors (Prutkin, 2002).
The 1948 World Health Organisation (WHO) definition of health as “not only the 
absence of infirmity and disease but also a state of complete physical, mental, and 
social well-being”, highlighted the importance of environmental and social factors. 
This had an impact upon QoL measurement and these factors were subsequently 
incorporated (Linder, 1966). From the 1960s and 1970s psychologists and 
sociologists began to expand the QoL literature to include these factors (Prutkin,
2002). Subsequent research (Campbell et al, 1976; Andrews and Withey, 1976) 
introduced the idea of measuring subjective factors. A huge expansion in this area 
followed, and a search of the QoL literature from 1969 to 2000 highlighted a steady 
climb in the number of articles between 1975 and 1988, and a sudden increase from 
1989 onwards (Prutkin, 2002). The volume of QoL literature is so great there is even 
an international journal dedicated to the subject (Quality of Life Research).
Measurement o f Quality o f Life
Measurement of QoL has many applications including; evaluation of environmental, 
therapeutic, and treatment provisions; providing information about the QoL of specific 
populations, determining relationships between QoL and other factors, and evaluating 
specific policies and programmes (Murrell, 1999a).
There are numerous measures available and QoL has been studied in various clinical 
and non-clinical populations (Bonomi et al, 2000b; Bowling, 2005). There are 
generic measures, which are used across a range of populations. For example, the 
World Health Organisation (WHOQOL group, 1998a) developed a toof^, which has 
been widely used with healthy individuals (Bonomi et al, 2000b) and those with 
physical (e.g. liver disease, O’Carroll et al, 2000) and mental disorders (e.g. 
psychiatric outpatients, Trompenaars et al, 2005). Good psychometric properties of 
this tool have been demonstrated in a large-scale study (N= 11,830) across various 
countries and in both the health and non-health settings (Skevington et al, 2004).
The World Health Organisation Quality o f  Life B rief Scale. This tool will be discussed in the 
method section.
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There are disease-specific measures, which apply to particular conditions (e.g. cancer; 
Ganz et al, 1992), but also measures for specific aspects of an illness or disease (e.g. 
breast cancer; Sprangers et al, 1996).
The concept o f Quality o f Life
The term QoL has been used interchangeably with many other terms including: 
functional disability, health perceptions, health status, life satisfaction, and subjective 
well-being and included others such as morale and happiness (Murrell, 1999b).
Horley (1984) proposed that subjective well-being included factors such as life 
satisfaction, happiness and morale, and suggested it be defined as “a self-perceived 
positive feeling or state” (p. 126-7). Holmes (1989) argued QoL cannot be described 
simply in terms of happiness and/or psychological well-being, and it must also 
consider social context and circumstances, including education, friendships, health, 
neighbourhood, social welfare and standard of living. In addition, Flynn (1989) 
argued satisfaction alone does not necessarily reflect different standards of living 
conditions. People who experience adverse living conditions and those prone to low 
expectations of life may report satisfaction in circumstances others may find 
unacceptable (Holland, 1990). Furthermore, evaluating QoL simply in terms of 
material possessions disregards the psychological aspect of satisfaction (Campbell et 
al, 1976). Murrell (1999a) suggested, “whilst social context and circumstance may 
provide useful indicators of QoL, their importance should not be overplayed in 
relation to the experience of the individual” (p.78).
Borthwick-Duffy (1992) highlighted three perspectives of QoL, defined as: i) the 
quality of life conditions, ii) satisfaction with life conditions and iii) both life 
conditions and satisfaction. Felce and Perry (1995) suggested a fourth perspective of 
‘personal values’ to include individual aspirations and expectations. They 
subsequently defined QoL as a person-centred concept and proposed a model 
incorporating three factors: personal values, life conditions and satisfaction (Felce and 
Perry, 1996).
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Murrell (1999a) suggested that QoL is a more confiising and complex concept to 
define and measure, and proposed that “clarification of the QoL concept is usually 
avoided, and the reader’s attention is instead diverted to the abstract nature of the 
term” (Murrell, 1999b, p, 209). However, as a consequence of the absence of any 
universal definition, during the process of developing a measurement tool to assess 
QoL, the World Health Organisation defined QoL as: “individuals' perceptions of 
their position in life in the context of the culture and value systems in which they live 
and in relation to their goals, expectations, standards and concerns” (WHO, 1998a; 
p.ll). This definition suggests perceptions of QoL, involve a subjective judgement, 
which is affected by cultural, environmental and social factors; they propose that QoL 
cannot be related purely to “health status”, “life style”, “life satisfaction”, “mental 
state” or “well-being”.
In summary, although QoL has been studied extensively, definitions of the construct 
remain inconsistent, and disputes regarding methods of measurement continue. There 
are different approaches to QoL and its measurement, which may have also 
contributed to the lack of clarity in definition and measurement.
Health-based, Domain and Person-centred Approaches to Quality of Life 
Early approaches looking at health and functional status seemed to suggest that QoL 
consists of factors required to sustain life, that enhance or impair the enjoyment of 
living and measurement has tended to focus on physical health and functional abilities 
(Ruta and Garratt, 1994). O’Boyle et al (1994) question the assumption that health is 
a major component for QoL, arguing other factors may hold more relevance for 
individuals. Murrell (1999a) agrees less emphasis should be placed on health and 
other factors should be considered.
The domain approach fragments the concept of QoL into separate areas that can be 
considered individually. Many have attempted to define QoL in terms of the different 
domains (factors) that constitute the construct (Table one).
157
Research Dossier
Major Research Project
Table 1 : Proposed factors that constitute Quality of Life
Study Factors/Domains
Schipper (1990) Physical and occupational status, psychological state, somatic 
sensation and social interaction.
Spilker (1990) Economic status, physical status and functional ability, 
psychological status and well-being, and social interactions.
Ferrans (1996) Family, health and functioning, psychological and spiritual 
well-being and social and economic factors.
Felce and Perry 
(1995)
Development and activity, emotional well-being, material 
well-being, physical well-being, and social well-being.
WHO (1998a) Physical, psychological, level of independence, social 
relationships, environment, and spirituality/religion/personal 
beliefs.
These domains were further divided into sub-domains (facets) 
to fully explain each area (see appendix one).
Whilst most researchers agree QoL is multi-faceted (thus justifying the consideration 
of different areas), a weakness of the domain approach is the increasing number of 
areas identified, the inconsistent opinions regarding which factors denote such a 
concept and conflicting views regarding their selection. There are disagreements 
concerning whether life quality components differ across individuals, or whether it is 
possible to identify core QoL features common to all (Murrell, 1999a).
Prutkin (2002) suggested that neither the health-based or domain approach is ideal, as 
they do not accommodate the subjective nature of QoL. These approaches have also 
been criticised because of their focus on what individuals can or cannot do, and/or 
what individuals have or do not have (Schipper, 1990). Bergsma and Engel (1988) 
suggest these approaches instead measure “quantities” of life (p.276). Health-based 
and domain approaches to measuring QoL target factors predetermined by the 
researcher, and may be seen to restrict an individual’s response. These measures 
developed purely from a health-care perspective may not provide an accurate report of
158
Research Dossier
__________________________________________________Major Research Project
individual QoL (Smith et al, 1999), Whilst health-based and domain measures 
provide useful information, they do not account for individual factors and experiences, 
particularly in the context of a disability, where past experience, adjustment to their 
condition and plans for the future may influence perceptions of QoL (Lintem et al, 
2001).
Perception of what constitutes a good QoL is likely to vary considerably amongst 
individuals, it therefore seems sensible that individual differences are accounted for in 
measuring QoL. Many researchers believe individual perception is fundamental to the 
concept of QoL. The underlying premise being that as individual values differ, so too 
will the effect of functional difficulties on different areas of their lives (Kim et al, 
1999). One way of achieving this is to use person-centred measures focusing on the 
subjective experiences of individuals rather than objective conditions.
The person-centred approach to QoL starts with the individual’s experience, and 
subjective interpretation of events and their meaning. Quality of life is therefore 
defined as “that which the patient says it is” (Joyce, 1994, p.47). Phenomenologists 
have advocated this approach, and argue QoL should not be measured through a 
checklist of domains, as it is difficult to know whether all relevant areas to the 
individual have been included. Whilst using subjective measures may present some 
methodological challenges (such as the possibility different attributes are assessed 
differently by individuals), attempting to define QoL through restricting it to certain 
domains may affect its true meaning (Murrell et al, 1999). Beaumont and Kenealy 
(2004) used a person-centred measure'*  ^ and concluded the variety in participants’ 
responses warranted an individualised approach to measuring QoL.
Quality of Life and Neuro-disability
Assessment of outcome in the treatment of people with neuro-disabilities has 
traditionally focused on return to employment. People with severe neuro-disabilities
The Schedule for the Evaluation o f  Quality o f  Life Direct Weighting Scale. This tool will be 
discussed in the method section.
159
Research Dossier
__________________________________________________Major Research Project
are unlikely to return to work; therefore such measures may be redundant for these 
more disabled individuals. Führer (2000) suggested evaluations of outcomes are 
incomplete if they do not take into account QoL. Only more recently has the concept 
of QoL been employed in terms of evaluation of outcome (Bullinger et al, 2002). 
Despite a growing body of research into QoL in medicine within the last 25 years, 
there has been little investigation into QoL following neuro-disabilities (Berger et al, 
1999; Steadman-Pare et al, 2001), and Bullinger et al (2002) suggested this area 
warrants further investigation.
There are few studies investigating QoL in a BI population, in the UK. In a review of 
the literature Berger et al (1999) identified 16 studies looking at QoL in BI between 
1991 and 1998, with approximately half of these in the USA and half in Europe. This 
review highlighted that only four studies attempted to define QoL, and there was little 
consensus regarding the use of QoL measures. Many of the studies suffered from 
small sample sizes (N=3-116), limited findings and generalisability and indicated 
further research is necessary.
Brown and Vandergoot (1998) found severity of BI (as measured by loss of 
consciousness) was related to QoL ratings, with those who had experienced a loss of 
consciousness rating their QoL as lower. Seibert et al (2002) found older patients 
reported a better QoL than younger patients, and more women (69%) than men (21%) 
reported a poorer QoL post injury, despite having a similar severity of injury. Whilst 
a strength of this study was its longitudinal design and exploration of both patient and 
family views, it was limited by the small sample size (N=14 females, 19 males). 
Conversely, Steadman-Pare et al (2001) found women reported a higher QoL. These 
differing results looking at gender effects may be skewed, as there are fewer women 
than men with BI. Steadman-Pare and colleagues explored other factors impacting 
upon QoL including physical function, mental health, self-rated health, degree of 
disability, severity of cognitive impairment, and social support. They found generally 
participants rated their QoL highly. This study had a good sample size (N=275) but 
considered less disabled individuals (e.g. those who had returned to work and were 
living independently in the community), therefore the generalisability to more
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severely disabled populations and those living in healthcare environments may be 
questioned. The authors highlighted the strength of their retrospective cohort study, 
which enabled investigation of the QoL of people many years after sustaining an 
injury, and acknowledged the inability to infer causations ft"om the correlations made.
Mailhan et al (2005) found individuals were satisfied with some basic aspects of daily 
living (meals and hygiene) but tended to be dissatisfied with cognition, physical 
abilities, self-image, and life achievements. This study had a small sample size 
(N=75), reported a high proportion of male participants (76%), and was limited to 
specific setting; therefore the findings may not be generalised. Overall they found a 
non-linear relationship between life satisfaction and disability following BI. They 
suggested severely disabled individuals might have rated their satisfaction levels as 
higher because they had limited insight into the extent of their difficulties. However, 
it could be argued that the issue of insight or awareness is irrelevant, as what is 
important is how the patient perceives their QoL.
Beatty (1993) highlights the difficulties in assessing QoL in people with advanced MS 
due their communication difficulties and limitations in expressing feelings. Kenealy 
et al (2000) emphasises the additional challenges to this task, when considerable 
cognitive impairments are present in individuals with more severe neuro-disabilities as 
a consequence of MS. Despite this, there has been some research conducted in the 
UK. Much of this literature has focused upon psychometric properties of different 
QoL tools rather than a discussion of the QoL judgements that were made, or the 
factors that were important to QoL or may influence these decisions. Of the literature 
that does discuss QoL perception; Murrell et al (1999) and Lintem et al (2001) found 
that generally participants rated their QoL as reasonably good (above the mid-point) 
when assessed using a person-centred measure. Kenealy et al, (2000) investigated 
memory, depression and QoL in MS'*^ .
Whilst there is some research into QoL of people with neuro-disabilities either due to 
BI or MS, none of the literature appears to compare these groups. Von Steinbuechel
This study w ill be discussed later with reference to QoL depression and autobiographical memory 
and therefore to avoid repetition will not be discussed in detail here.
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et al (2005) reviewed the literature and reported on assessment of QoL in people with 
BI and degenerative progressive neuro-disability (due to Parkinson’s disease and 
dementia). They acknowledged that assessment of QoL in these groups was possible, 
and commented upon the measures used, however, an exploration of any similarities 
or differences between these groups was not conducted. It is therefore thought that an 
investigation of these groups may be of value to determine whether the differing 
aetiologies of sudden onset (BI) or progressive deterioration (MS) in the brain have 
any impact on QoL judgements given the differences in terms of prognosis and time to 
adjust.
In summary, in the current literature many studies suffer from inadequate sample sizes 
(like much of the neuro-rehabilitation literature) and there has been no consistent 
approach to measurement. Difficulties that such methodologies present include 
questionable reliability and limited comparability of results.
Assessing QoL in people with severe neuro-disabilities poses a number of difficulties. 
Such individuals often have limited means of expressing themselves due to 
communication, physical and/or cognitive difficulties. Some measurement tools may 
present particular difficulties for individuals with poor initiation skills; prompting may 
be necessary to obtain responses but may compromise the measures, through 
contaminating the individual’s perspective with the researcher’s participation. These 
factors not only pose difficulties in administering QoL assessments, but also in 
judging the validity of responses, particularly when obtaining individual perspectives 
(Murrell, 1999b).
Whilst there are challenges to measuring QoL, it is an important indicator of the 
impact of disability, treatment and recovery in people with neuro-disabilities. 
Enhancing knowledge in this area, by seeking to understand both the factors that 
impact upon, and those that influence judgements about QoL is fundamental in 
working towards treatment approaches to enhance the QoL of people with neuro­
disabilities. This study will investigate relationships between certain factors 
(depression, self-esteem and autobiographical memory) and QoL.
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Factors affecting Quality o f Life
Depression
Depression is a common consequence of neuro-disability and prevalence rates are 
higher than in the general population (Rogers-Babin, 2003; Stonnington, 2001). There 
are varying estimates of prevalence rates, 6-77% in BI (Federoff et al, 1992; Varney et 
al, 1987), and slightly lower (6-54%) in MS (Minden and Schiffer, 1990). This 
variation in reported rates of depression could be due to the use of different 
methodology, such as differing definitions of depression, time of assessment, and the 
type of measure used (Rogers-Babin, 2003).
The sequelae of neuro-disabilities overlap considerably with symptoms of depression 
(Rogers-Babin, 2003). Damage to the frontal or temporal lobes of the brain, can be 
associated with difficulties with attention, memory, initiation, and emotional 
management. In addition, disturbances of sleep and appetite are also common 
following neuro-disability. Rogers-Babin identifies that with the exception of 
subjective feelings of guilt, feelings of worthlessness and thoughts of self-harm or 
suicide, the symptoms of depression are analogous to many aspects of neuro­
disability, thus further adding to the measurement difficulty in epidemiological data.
Prevalence rates suggest there is less depression in people with MS in comparison to 
those with BI. There are individuals with MS who demonstrate persistent 
cheerfulness and optimism about the fixture, despite being aware of their disabilities 
(Rabins, 1990) and also those who seem unaware or unconcerned about their 
condition (Murrell, 1999a). This may indicate people with MS are less likely to 
experience depression that those with BI.
Depression in people with neuro-disabilities has been linked to difficulties with 
employment and social relationships (Dikmen et al, 1994; Gomez-Hemandez et al, 
1997), and these aspects are often seen as important areas relevant to QoL. Kenealy et 
al (2000) found depression was negatively correlated with QoL in people with MS in
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a relatively small sample (N=30). Participants with lower levels of depression rated 
their QoL as higher, although there was no mean difference in QoL ratings of those 
classified as depressed or not depressed. Whilst depressive mood has been shown to 
be associated with QoL in MS (Fruehwald et al, 2001; Kenealy et al, 2000; Lobentanz 
et al, 2004), little research has been done looking at the relationship between 
depression and QoL in BI. Kreuter et al (1998) however highlighted that depression 
was a strong predictor of QoL in people with spinal cord injury and BI. Steadman- 
Pare et al (2001) looked at factors associated with QoL following BI and found a 
strong association between depression and QoL; participants who experienced more 
depressive feelings reported a significantly lower QoL. Underhill et al (2003) studied 
depression and life satisfaction and found a significant main effect of depression. 
They asserted that life satisfaction was higher amongst people without a diagnosis of 
depression following BI compared to those who reported a post-injury diagnosis of 
depression. This study benefited from a good sample size (N=324) but obtained 
information via a telephone interview. Diagnosis of depression was based upon self- 
reported response to a single question regarding recent depression (as opposed to a 
comprehensive assessment), and several factors could have affected the accuracy of 
self-report (e.g. fear of stigmatization or misinterpretation of the questions). An 
inability to randomly assign participants to conditions may indicate there were 
confounding variables and that the groups differed on some aspect other than 
depression. Vickery et al (2005) also demonstrated a marginally significant 
relationship between perceived QoL and depression; indicating higher levels of 
depressive symptoms were associated with lower perceived QoL in people with a BI
Much of the research on BI and depression has been done with stroke patients. Niemi 
et al (1988) found a 48% incidence rate of depression, and that depression was a 
strong predictor of QoL. Kim et al (1999) highlighted that those who reported a 
poorer QoL experienced greater depression and that depression was the strongest 
predictor of QoL in their study, contributing to as much as 32% of the variance in 
QoL. However, the cross sectional design meant that the causal nature of this 
relationship was not clear. This study was limited to a specific group within the
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neuro-disability population, suffered from a small sample size (N=50), and the high 
rates of refusals to participate indicate the validity of the results were questionable.
Self-esteem
Self-esteem refers to the way we view ourselves, the thoughts we have about 
ourselves, and the value we place upon ourselves as individuals. It does not simply 
refer to our perceived qualities, or our abilities, but instead it denotes the overall 
opinion we have of ourselves (Fennell, 1997).
Self-concept is a term used interchangeably in the literature with self-esteem, although 
perhaps reflective of a more descriptive as opposed to an evaluative judgement. 
Whilst self-esteem and self-concept have received little attention in the neuro­
disabilities literature, there is some evidence neurological injury can have a 
detrimental effect upon an individual’s view of their self. Man et al (2003) suggested 
the difficulties/disabilities encountered as a consequence of neuro-disability might 
lead to a significantly lower level of self-confidence and self-esteem. Tyerman and 
Humphrey (1984) found significant discrepancies in self-concept ratings pre and post 
injury in people with BI, (later replicated by Wright and Telford, 1996).
Seibert et al (2002) found some concerns that participants with BI expressed, and the 
changes they noted post injury, related to their sense of self and self-worth, and 
subsequently affected their QoL. Vickery et al (2005) highlighted that despite the fact 
self-concept may change following BI, there had been little attention paid to the 
relationship between self-concept and QoL in this population. They explored the 
relationship between the view of self after BI and subjective QoL and demonstrated 
that self-concept impacts upon QoL perceptions following a BI. Their findings 
highlighted that ratings of self-concept were correlated with perceived QoL, whereby 
a poorer view of self was related to lower subjective ratings of QoL. The causal 
nature of this finding was not indicated. The study had a small sample size (N=19), 
suggesting findings had limited generalisability, should be interpreted with caution 
and further research is necessary. The authors indicated exploration of the different 
types of injury to the brain might be of benefit.
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Autobiographical Memory
Retrograde amnesia is the inability to remember events and knowledge preceding the 
onset of damage to the brain. A common manifestation is impairment in
autobiographical memory, which is the ability to recall events from one’s own life
(Conway, 1990). In autobiographical memory some events are remembered in more 
detail and clarity than others. Personally significant events are more easily recalled, 
often in greater detail. It has been suggested emotions may be important in
autobiographical memory, due to the cognitive system being more engaged in
processing events when they are associated with an emotional experience than when 
they are not (Baddeley, 1997).
The benefit of assessing autobiographical memory is that all individuals will have had 
“full exposure to their histoiy, making it a rich and culture-fair examination resource” 
(Lezak, 2004, p.477). Memories can be verified in a number of ways, including; 
talking to family, friends and care staff and checking medical records, and noting any 
inconsistencies in responses. Despite the difficulties in checking the accuracy of 
personal memories, research has shown that memories provided tend to be true, and 
that omissions of memories are more common than confabulations (Baddeley & 
Wilson, 1986; Kopelman a/, 1989).
Deficits in autobiographical memory have been found in people with MS (Kenealy et 
al, 2000, 2002) and people with BI (Kopehnan et al, 1989, 1990). Kenealy and 
colleagues (2000, 2002) found a relationship between autobiographical memory and 
QoL in people with MS, whereby those with impaired autobiographical memory 
reported significantly better QoL, and those with normal autobiographical memory 
reported lower levels of QoL. A limitation of these studies was the small sample size 
(N=30). They concluded that patients with deficits in autobiographical memory had 
impaired knowledge about their past life experiences. Therefore if recall of memories 
of life before the onset of disability is necessary to assess the impact of disability upon 
QoL, these individuals were less able to make valid comparative judgements about 
their current QoL, and may explain why they rated their QoL as higher. They
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suggested that this forgetting might serve as a protective mechanism, which allows the 
individual to perceive their QoL as higher.
Processes Involved in Quality of Life Judgements
Autobiographical Memory
It has been suggested that QoL perceptions are dependent upon an individual’s past 
experience, present life and future aspirations (O’Boyle et al, 1994; Vickrey et al, 
1995), thus a loss of knowledge about one’s past could affect how an individual 
perceives their QoL (Kenealy et al, 2000,2002). Kenealy and colleagues suggest that 
if the process of making judgements about QoL involves comparisons between past 
and current QoL status, then deficits in autobiographical memory may mean this 
process is inaccessible or subject to error. Alternatively they propose that a lack of 
autobiographical information may cause an individual to reject this strategy of 
comparing current QoL with past QoL, and instead adopt a strategy whereby they 
compare themselves with others (social comparisons).
Social Comparisons
Social comparison theory proposes that individuals check themselves against 
objective standards; when this is not possible they may compare themselves with 
others to evaluate their opinions and abilities (Festinger, 1954). Various strategies 
have been proposed whereby individuals compare or contrast themselves with people 
perceived to be better or worse off than themselves (Heidreich and Ryff, 1993; Van 
der Zee et al, 2000). The Social Comparisons Interview (Murrell, 1999b) measures 
four strategies: i) ‘upward identification’ (identifying with people perceived to be 
better off or more fortunate), ii) ‘upward contrast’ (contrasting with people perceived 
to be better off or more fortunate), iii) ‘downward identification’ and iv) ‘downward 
contrast’ (which reflect the same identification or contrast judgements but in 
comparison to people perceived to be worse off or less fortunate).
Social comparisons have been studied in relation to various health issues, but 
relatively little attention has been paid to social comparisons in a neuro-disability
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population (Arenth et al, 2006). The social comparison literature suggests that 
feelings of uncertainty (which are common following a BI or diagnosis of MS) may 
lead to a greater need to compare oneself with others (Schacter, 1959). Taylor and 
Loebel (1989) suggested that during times of distress, individuals tend to engage in 
downward comparison strategies, as it makes them feel more positive about their own 
situation. Wood and Van der Zee (1997) proposed that if an individual starts to 
consider how they might cope following a crisis (e.g. when faced with a BI or 
diagnosis of MS), they tend to compare themselves with people in similar positions 
that are perceived to be coping better.
Attempts to investigate the processes involved in QoL judgements suggest people 
with disabilities use processes such as comparing their past and present situations and 
comparing themselves with similar others. Research regarding the role of social 
comparisons on making individual QoL judgements in older adults (Beaumont & 
Kenealy, 2004) has investigated these processes. They found that when asked 
informally, participants denied making comparisons with others when judging their 
QoL. However when directly questioned, not only did individuals make such 
comparisons, but also the comparisons had a significant part to play in making 
judgements about their own QoL. Beaumont and Kenealy (2004) found the principal 
strategy individuals used when making QoL judgements was ‘downward contrast’, 
and that this was associated with a higher perceived QoL. This study had a sample of 
190 volunteers, which were recruited from a particular geographical area and therefore 
it may not be possible to generalise these findings.
Arenth et al (2006) found that people with BI use social comparison strategies as part 
of the process of adjustment to their difficulties during the first year post-injury. They 
hypothesised that at different points following their injury, the type of social 
comparison strategy employed may change, however they found no conclusive 
evidence to support this. This theory could also be applied to adjustment to a 
diagnosis of a neurological condition (e.g. MS).
168
Research Dossier
Major Research Project
Rationale and Objectives
An exploration of QoL in people with severe neuro-disabilities is warranted given the 
limited literature in this more disabled group and the potential clinical implications 
this may have in terms of improving their QoL. The individual data from people 
with severe neuro-disabilities as a consequence of either i) a sudden onset one off 
injury (BI) or ii) due to progressive deterioration (MS) provides an important 
contribution to the literature. Furthermore a comparison between the two groups is of 
interest and has never been reported before.
The objectives of this study are as follows:
1) To investigate and compare how people with BI or MS perceive their QoL and 
what factors are important to their QoL.
2) To obtain a broader understanding of the factors that relate to QoL judgements 
in these two groups, specifically investigating the associations with depression, 
self-esteem and autobiographical memory upon perceived QoL.
3) To determine whether individuals with severe neuro-disability use social 
comparisons when making QoL judgements and if so, which type of 
comparison they make.
Hypotheses
Hypothesis One:
Participants with MS will perceive their QoL as significantly higher than those with 
BI.
Hypothesis Two:
a) Participants with BI will report significantly higher levels of depression than those 
with MS.
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b) Participants with higher scores on a depression inventory will have lower scores on 
the QoL measures.
Hypothesis Three:
a) Participants with BI will report significantly lower self-esteem than those with MS.
b) Participants with lower self-esteem scores on the self-esteem measure will report 
lower scores on the QoL measures.
Hypothesis Four:
Deficits in autobiographical memory will be associated with perceived QoL. A lower 
score on the Autobiographical Memory Interview will be associated with a higher 
score on the QoL measures.
Hypothesis Five:
a) Individuals will make social comparisons in making judgements about their 
perceived QoL.
b) Participants will primarily make ‘Downward Contrast’ social comparisons in 
making judgements about their perceived QoL.
170
Research Dossier
Major Research Project
Method
Design
This was an exploratory quantitative study using a between subjects design to 
compare perceived QoL in people with severe neuro-disability either due to a one-off 
sudden onset event (BI) or due to a progressive degenerative condition (MS). A 
correlational cross-sectional design was also employed to investigate the relationship 
between perceived QoL and depression, self-esteem and autobiographical memory. 
Data were collected using standardised self-report questionnaires and psychological 
tests administered by interview.
Setting
The research was conducted at a specialist hospital for patients with severe neuro­
disabilities. The hospital provides long-term care and rehabilitation, and specialises in 
treating people who have suffered damage to their brain or nervous system following 
accidents and/or illnesses (e.g. very severe and profound brain injury, advanced MS 
and other neurological conditions).
Patients typically have extremely complex presentations and specific needs; these may 
include severe difficulties in several of the following areas:
i) Mobility and/or physical disability: Almost all patients are unable to walk and 
require the use of a wheelchair, of which some may be able to self propel, although 
most need assistance from others. Those who are able to walk often can only do so 
for short distances and may also need assistance from another person or the use of an 
aid such as a stick or walking frame.
ii) Communication: Most patients have speech and language difficulties. They may 
find it difficult to express themselves verbally, and understand others. Some cannot 
communicate at all. It may take a long time for these individuals to communicate and 
also to understand others. When communicating with these patients it is often 
necessary to repeat information and simplify language. Patients with difficulties 
generating language may require prompting from others to aid their communication.
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Patients may have limited or no verbal language skills and may be dependent on the 
use of communication devices (e.g. a lightwriter'**).
iii) Cognition: Patients commonly have severe deficits in all areas of cognition, 
including thinking and reasoning skills, memory, and executive functioning. These 
difficulties have a significant impact upon their ability to function effectively in 
everyday life.
iv) Emotion and/or behaviour: Patients may display emotional or behavioural 
difficulties following trauma and/or neurological damage. This can have a detrimental 
effect on personal relationships and limit the individual’s ability to access 
rehabilitation or community activities.
v) Daily living: Patients are often extremely dependent on others for all aspects of 
everyday functioning. They may need various levels of support with washing and 
dressing, completing personal care, eating and drinking, preparing food and drink 
(ranging from prompting individuals to fully completing the tasks for the patient). 
None of the patients in this study would be able to complete more complex tasks 
relating to finances, employment or travel independently, and most require an 
extensive level of support in these areas.
Participants
An opportunity sample was drawn from a population of patients with severe neuro­
disabilities, receiving rehabilitation or long-term treatment and care at the hospital. 
Participants for the BI group were recruited over sixteen-months (November 2006 to 
March 2008) and participants for the MS group were recruited over 28 months 
(November 2005 to March 2008). Recruitment continued until sufficient data were 
obtained and ceased when no further MS participants were available (within the time 
frame allocated for the research).
All patients who met the following inclusion criteria were eligible to participate:
1. having capacity to consent to participation (determined independently by the 
hospital psychologist).
A  lightwriter is a device where people can type what they would like to say and the machine w ill 
vocalise their message for them.
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2. being over the age of 18.
3. having a severe neuro-disability as a result of BI or MS.
4. being cognitively able to complete the assessments.
5. being medically well enough to participate (determined independently by hospital 
staff)
6. having a good level of English (preferably as a first language)'* .^
Sample Size and Power Calculation
A-priori power calculations were conducted using Gpower computer software (Paul et 
al, 2007). These suggested that:
1) To achieve power of 0.82, using a test of difference between two independent 
means and a large effect size (0.8), the total sample needed would be 42 (21 in each 
group).
and
2) To achieve power of 0.82, using a test of correlation, with a large effect size of 0.5, 
the total sample needed would be 21.
Measures
Each participant was interviewed using the following measures:
Quality o f Life
This study used both predetermined (domain) and person-centred measures to assess 
QoL for the following reasons. Firstly, there is no gold standard measure of QoL and 
the different tools may tap in to different aspects of QoL. Secondly, there is limited 
research and little known about the suitability of QoL measures for a neuro-disability 
population. Thirdly, predetermined measures alone may not highlight the more 
personal aspects of QoL relevant for each individual. Fourthly, people with severe 
neuro-disabilities may have difficulties with initiation, if only an individualised 
measure was used, they may have neglected to consider factors previously highlighted 
as pertinent to assessing QoL.
It was not possible to employ interpreters due to limited funding, and also the unavailability o f  data 
on the psychometric properties o f  the assessment tools for interpreted versions.
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The Schedule for Evaluation o f Individual Quality o f Life - Direct Weighting 
(SEIQoL-DW; O'Boyle et al, 1995) was developed to measure QoL from the 
individual’s perspective. The SEIQoL-DW is simple to administer and cognitively 
less demanding than the full version (the SEIQoL; McGee et al, 1991) and has been 
shown to be reliable and valid in comparison to the full version (Browne et al, 1997)..
The SEIQoL-DW is a three part standardised semi-structured interview (appendix 
two). The first stage, cue elicitation, requires the individual to outline five areas of 
life (cues) that are important to their QoL. The investigator may provide prompts if 
necessary. Although participants freely generate these aspects of QoL, they can 
subsequently be assigned to independent categories by the researcher to categorise 
areas of importance in relation to QoL. Next the participant’s current status or level of 
functioning on each of the elicited cues is identified. Individuals rate current status on 
a visual analogue scale ranging from 0 ‘worst possible’ to 100 ‘best possible’. A 
weighting procedure is used to weight each cue, by looking at the relative importance 
to the individual. Participants divide a circle into five sections to reflect the 
importance of each of the five aspects of their lives identified. The disk used displays 
markings from 0-100, so the proportion attributed to each cue can be calculated.
The following information is also recorded:
a) Time taken to complete the SEIQoL-DW
b) Participant’s understanding of the method
c) Participant’s level of fatigue/boredom
d) Overall validity of the information in light of b) and c)
The SEIQoL-DW has been used with people with severe neuro-disabilities as a 
consequence of MS (Kenealy et al, 2000, 2002; Lintem et al, 2001; Murrell et al, 
1999), and has been shown to be reliable and valid when used with individuals with 
mild cognitive impairment (Coen et al, 1993).
Good test-retest reliability and criterion validity have been demonstrated with the 
SEIQoL-DW in healthy participants, (Browne et al, 1997). However, this study was 
limited by the small sample size. Prince and Gerber (2001) found good concurrent
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validity with other well established QoL measures. LeVasseur et al (2005) 
demonstrated the SEIQoL to have reasonable construct validity when used with 
individuals who have suffered a stroke or transient ischemic attack. The SEIQoL-DW 
has demonstrated good face validity and been recommended as an acceptable measure 
of QoL for individuals with severe neurological disability associated with multiple 
sclerosis (Murrell et al, 1999, Lintem et al, 2001).
The Visual Analogue Scale (VAS) is a single-item subjective measure. Participants 
rated their QoL using two visual analogue scales. These scales ranged from ‘worst 
possible’ to ‘bestpossible’ respect to QoL ‘today’, and ‘generally’ (see appendix 
three).
The VAS format has been used extensively in measuring health status and QoL. It has 
demonstrated moderate to high correlations with indicators of physical, psychological 
and social aspects of QoL and been shown to have excellent test-retest reliability, 
good responsiveness and good validity (De Boer et al, 2004). Subsequently, the VAS 
has been recommended for assessing global quality of life.
The World Health Organisation Quality o f Life Brief Scale (WHOQOL-BREF) (The 
WHOQOL Group, 1998a, 1998b) is a 26 item QoL assessment producing scores on two 
facets related to overall QoL and general health, and four domains; physical health, 
psychological, social relationships, and environment (appendix four). It was developed 
for use in a range of cultural settings and with various populations. The time frame 
measured the past two weeks, and items are rated on a five point Likert scale. The 
scores for the QoL and health facets are scored on a scale of 1-5, and the scores for the 
domains are scored from 4-20. A computer programme is used to calculate the domain 
scores, by firstly finding the mean score of items within each domain and then 
multiplying this by 4 in order to make domain scores comparable with the fuller version 
of the tool (WHOQOL-100; WHOQOL Group, 1994).
The psychometric properties of the WHOQOL-BREF have been assessed on large 
samples and have demonstrated good discriminant and content validity, internal
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consistency and test-retest reliability (The WHOQOL Group, 1998a, 1998b). In 
addition, numerous studies have reported good psychometric properties of the 
WHOQOL instruments using different language versions, in various settings and with 
numerous populations (Bowling, 2005; Bonomi et al, 2000b). Saxena et al (2001) 
reported good internal consistency and good split half reliability. Skevington et al 
(2004) demonstrated excellent psychometric properties (internal consistency, item-total 
correlations, discriminant validity and construct validity) on a large sample (N=l 1,830) 
taken from healthy and clinical populations. They concluded that it is a good cross 
culturally valid assessment of QoL.
Disability
The Expanded Disability Status Scale (EDSS) (Kurtzke, 1983) has been widely used 
to measure patient function, which may be limited by neurological deficits (appendix 
five). The EDSS is a classification system of disability, which measures an 
individual’s functional disability on a scale of zero (normal) to ten (death). It rates the 
following functional systems: Pyramidal, Cerebellar, Brain Stem, Sensory, Bowel and 
Bladder, Visual, Cerebral or Mental, and Other functions. These are graded from zero 
(normal) to five or six (maximum impairment) and considered alongside an 
individual’s level of ambulation in order to produce the EDSS score.
Depression
There is much debate around the most appropriate tool for assessing depression in this 
group; no self-report instruments have been validated or specifically designed for this 
population despite the high incidence of depression and the numerous measurement 
tools available (Green et al, 2001). Although the Geriatric Depression Scale (GDS) 
was developed as a tool for older people, it is often used in the neuro-disability client 
group for two reasons; firstly, generic measures of depression may lead to false 
positives in this client group where the effect of physical illness may be confused with 
depressive symptomatology and secondly, the yes/no response requirements of the 
GDS may be more appropriate than other formats when assessing individuals with 
cognitive impairment. Measures such as the Beck Depression Inventory (Beck et al, 
1996), whilst widely used and demonstrating good psychometric properties, may be
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too complex for this population as a result of the presentation of several options and 
also the requirement of a more detailed response from the individual.
The Geriatric Depression Scale (GDS) (Sheikh and Yesavage, 1986; Yesavage, 1988) 
has been used in clinical and healthy populations, and in community, hospital and 
residential environments (appendix six). It is a self-report scale but can be 
administered by an interviewer, where cognitive problems may affect the accuracy of 
self-report. The present study used the most frequently used (fifteen-point) version of 
the GDS. The time frame for this assessment is the past week. Responses indicative 
of symptoms of depression are scored as 1 (all items are given equal weight), and 
summed to provide a total score, which is then assigned to one of three levels of 
depression.
The GDS correlates significantly with other measures of depression, such as the 
Hamilton Depression Rating Scale (Lyons et al, 1989; Yesavage et al, 1983), the Beck 
Depression Inventory (Hyer and Blount, 1984; Norris et al, 1987), and the Zung 
Depression Inventory (Yesavage et al. 1983). The sensitivity of the GDS has been 
reported as high, whilst the specificity has been reported as somewhat lower, but this 
varies across studies (Bowling, 2005). Good correlations between the short and full 
versions of the GDS have been reported (Alden et al, 1989; Sheikh and Yesavage, 
1986). Brink et al (1982) reports good internal consistency and split half reliability 
coefficients, in addition to good test re-test and inter-rater reliability. Kafonek et al 
(1989) have suggested the GDS is less psychometrically sound when used with 
individuals with cognitive impairment. However, Burke et al (1992) and McGivney 
et al (1994) have both concluded it is a good measure of depression in individuals 
with mild dementia, and the GDS continues to be widely used with people with neuro­
disabilities.
Self-Esteem
The Rosenberg Self-Esteem Scale (RSE; Rosenberg, 1965) has been used in numerous 
settings and with various populations and is one of the most frequently used measures 
of self-esteem (Bowling, 2005). It is a uni-dimensional index of self-esteem, or 
perceived self-worth. The scale comprises of ten items (five positively and five
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negatively worded statements), and responses are scored on a four point Likert scale 
ranging from “strongly agree” to “strongly disagree”. Possible scores range between 
ten and forty; lower scores indicate higher self-esteem (appendix seven).
Rosenberg (1965, 1986) demonstrated that the RSE has good internal consistency and 
test-retest reliability. Silber and Tippett (1965), Ward (1977) and Bosson et al (2000) 
further support this. Robins et al (2002) reported good construct validity for the scale. 
Robinson and Shaver (1973) found strong correlations with Coopersmith’s Self- 
Esteem Inventory. Gray-Little et al (1997) concluded that the RSE scale is a reliable 
and valid measure of global self-worth, highlighting that it has been subject to more 
psychometric analysis and empirical validation than any other measure of self-esteem 
and “deserves its widespread use and continued popularity” (p.450).
Autobiographical Memory
The Autobiographical Memory Interview (AMI; Kopelman et al, 1990) assesses an 
individual’s personal remote (retrograde) memory (appendix eight). It can be used 
with people over eighteen-years-old. The test is simple and takes approximately 30 
minutes to administer. However, with individuals with cognitive and/or physical 
disabilities more time may be needed.
The AMI is conducted in a semi-structured interview format and consists of two 
sections, the ‘Personal Semantic Schedule’ (PSS) and the ‘Autobiographical Incident 
Schedule’ (AIS). The PSS assesses an individual’s ability to recall specified facts 
from each of the following areas of life: childhood, early adult life and recent life, 
with responses being scored for accuracy. The AIS assesses an individual’s ability to 
recall three specific events/incidents from each of the above periods of life. For those 
who cannot produce any memory, specific prompts can be provided. Responses are 
scored in terms of the descriptive richness of the incident and specificity to time and 
place.
Kopelman et al (1989, 1990) have shown that the AMI discriminated significantly 
between healthy controls and patients with amnesia (differential validity), has
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correlated positively with established tests of remote memory such as the Famous 
Personalities and Crovitz tests (concurrent validity), and has demonstrated good inter­
rater reliability.
Social Comparisons
The Social Comparisons Interview (Murrell, 1999b; appendix nine) is a structured 
interview based upon Heidreich and Ryff s (1993) ‘Up-Down Frequency Assessment 
and Van der Zee et a l’s (2000) ‘Identification Contrast Measure’. It measures the 
extent to which individuals make social comparisons and was used to assess whether 
participants make such comparisons in making judgements about their QoL. Ratings 
of one to five on questions about how frequently participants think about themselves 
in comparison to others generate scores ranging from zero to ten on each of four 
comparison processes (‘upward identification’, ‘upward contrast’, ‘downward 
identification’ and ‘downward contrast’).
Procedure
Eligible participants were identified by discussion with the ward manager and/or the 
clinical psychologist responsible for each patient’s care, with reference to the 
inclusion criteria. The researcher met each potential participant to explain the 
research and what participation entailed, any risks and benefits, issues of 
confidentiality and anonymity, ethical issues and also offer the opportunity to ask 
questions. Participants were given this information in a written format (appendix ten) 
to facilitate understanding and aid those with memory difficulties. Approximately 30- 
40 minutes was needed for this session to ensure participants understood the research 
and were able to give fully informed consent to participate. Some individuals felt able 
to make a decision at the initial meeting about whether they wanted to participate or 
not. If they were happy to make a decision at this point they completed a consent 
form (appendix eleven), copies were given to the participant, placed in their hospital 
file and kept by the researcher. If they did not wish to participate, they were thanked
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for their time. For those individuals, who did not feel able to make a decision 
immediately, a time scale was agreed within which the researcher would return.
After an individual had consented to participate, demographic data and information 
regarding their neuro-disability were obtained fi’om the patient’s files. The researcher 
then arranged a time, to carry out the assessments. To accommodate any memory 
impairments, consent to participation was also checked at each subsequent meeting. 
After completing the measures individuals were thanked for their participation in the 
study and informed of the channels within the hospital, through which the results 
would be communicated.
Special Considerations in Supporting Individuals to Participate 
All participants had some degree of cognitive and/or physical impairment (as 
described above), that required particular support and physical and/or visual assistance 
to participate in the research. For example, the assessments and questionnaires were 
read aloud by the researcher, to facilitate the process of engagement, to support those 
with visual, physical and/or cognitive difficulties and to reduce inaccurate or missing 
data. Standardised instructions were followed to ensure consistency between 
interviews and to increase the reliability and validity of the data obtained.
A number of special considerations were made by the researcher in order to empower 
and enable individuals to participate in the research (e.g. marking points on visual 
analogue scales for the participants, moving the SEIQoL-DW wheel to the desired 
position, and using a lightwriter).
Due to the number of assessments and participant fatigue, it was necessary for the 
researcher to meet with participants on more than one occasion. It was also necessary 
to spread the research assessments over several sessions to take into account cognitive 
difficulties, discomfort experienced when sitting for long periods of time due to 
physical disabilities, concentration difficulties and fatigue. Participants chose the 
length and number of sessions taken to complete the research. Shorter sessions or 
breaks were introduced where necessary. The duration of breaks was kept to a
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minimum to reduce the impact of any memory difficulties and encourage the 
participant to remain engaged in the research process. The number of sessions taken 
to complete the assessments with each participant ranged from two to four (with 
breaks); the total time taken (including the initial meeting to obtain consent) ranged 
from 90 to 240 minutes.
Ethical Considerations
Ethical approval for this project was obtained from the Hospital Research Advisory 
Committee, the Local Research Ethics Committee and the University Advisory 
Committee on Ethics (see appendix twelve). This study was conducted according to 
the British Psychological Society (BPS) Code of Ethics and Conduct (BPS, 2006). 
Informed consent was obtained at each stage of the study. A psychologist from the 
hospital advised the researcher regarding whether prospective participants would be 
able to give informed consent. This judgement was made independently to reduce any 
potential bias from the researcher. It was made clear throughout that should an 
individual wish to discontinue their participation they would be free to do so at any 
point without this affecting their treatment and care.
The data obtained were treated as confidential in accordance with the Data Protection 
Act (1998); in order to preserve confidentiality a numerical coding system was used to 
anonymise participants. This allowed for future identification of participants who 
may have wished to withdraw from the study, whilst ensuring that all data remained 
confidential. All data obtained (written records and computer data) was securely 
stored.
As participants might experience fatigue the researcher observed for any signs of 
fatigue or discomfort throughout and offered breaks accordingly (as described above). 
As participants might have limited attention and concentration as a result of their 
neuro-disability, this was also considered in the testing duration. The researcher had 
previous experience of working with people with severe neuro-disability, and within
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this specialist hospital setting, and therefore had the experience and skills to be 
sensitive to issues relevant to this population such as fatigue, irritability and attention 
difficulties.
The research was supervised throughout by both university supervisors, and a 
Consultant Clinical Neuropsychologist from the hospital. Great care was taken to 
ensure that none of the measures caused distress to any participant, and although no 
participant became distressed during the research, safeguards were set in place should 
they be necessary, in the form of independent counselling arrangements organised 
through the hospital research department. Participants were also advised of the 
hospital complaints procedure, should they wish to make a formal complaint. 
Throughout the course of the study care was taken to ensure that the interviews did 
not interfere with any clinical, personal or social activities of the participants.
Data Analysis
Data were analysed using the Statistical Package for Social Sciences (SPSS, version 
14,0,2005). Data were screened through identifying any missing data and outliers.
An analysis of the skewness and kurtosis of each variable was conducted (see 
appendix thirteen) by calculating z scores; scores above a value of 1.96 were deemed 
significant at the p<.05 level and therefore treated as non-parametric data (Field,
2005). The Kolmogorov-Smirnov test was also used to assess the normality of the 
data (see appendix thirteen), where significant values were found data was deemed not 
to be normally distributed (Field, 2005). Where data did not depart significantly from 
normality, it was analysed using the following parametric statistics (non-parametric 
equivalent statistics are reported in parentheses):
1) An Independent t-test (Mann Whitney U test) to detect any group differences 
between a) participants with BI and MS and b) males and females, in perceived QoL.
2) A Pearson’s Product Moment (Spearman’s rank order) correlation to investigate 
relationships between: age, time since injury/diagnosis, time since admission,
disability, depression, self-esteem, and autobiographical memory and perceived QoL.
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3) An Analysis of Covariance (no non-parametric equivalent) to explore differences 
between the MS and BI groups whilst controlling for possible confounding variables.
4) A Paired Samples t test (Wilcoxon signed ranks) to investigate upward and 
downward social comparisons made by participants.
5) A Repeated Measures Analysis of Variance (Friedman’s Analysis of Variance) to 
explore the use of different social comparison strategies.
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Results
Data Screening
There was missing data for one MS participant on the SEIQoL-DW, another MS 
participant on the WHOQOL-BREF, and RSE and for one BI and two MS participants 
on the AMI because two patients died, and two patients were unable to complete some 
of the assessments due to fatigue, deterioration in abilities and commitment to other 
activities. The deceased participants were not excluded from the study as they had 
provided other data valuable to the study. As data for each assessment tool was 
analysed separately, participants were not excluded from the study and therefore 
responses were used where possible.
There was one outlier for disability (EDSS), which was understandable given the 
differing presentations and aetiologies. There was also one outlier identified for the 
RSE, WHOQoL-BREF “physical” and “social relationships” domains, and the AMI 
personal semantic “young adult” and “total” scores. All outliers represented possible 
scores and as the original mean and the 5% trimmed mean was very similar for these 
variables, the cases were retained in the data file.
An analysis of the skewness and kurtosis of all variables was conducted for the 
separate groups (MS and BI) and the total combined sample (see appendix thirteen). 
The Kolmogorov-Smirnov test was used to assess the normality of the variables for 
the separate groups (MS and BI) and the total combined sample. A number of 
significant results were found (appendix thirteen). Data was subsequently subjected to 
the following analyses (table two):
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Table 2: Statistical Analyses
Analyses Parametric Statistics Non-parametric
statistics
Group (MS/BI)differences in 
gender
Chi square test
Group (MS/BI) differences Independent t test
(age, depression, self-esteem, AMI
AIS scores)
Mann Whitney U test 
(time since 
injury/diagnosis, time 
since admission, 
disability, AMI PSS 
scores)
Group (MS/BI) differences in 
QoL
Independent t test 
(QoL “today” and “generally”, and 
WHOQOL-BREF “physical”, 
“psychological”, “social 
relationships” and “environment”
Mann Whitney U test 
(SEIQoL-DW, 
WHOQOL-BREF 
“QoL” and “health”)
Gender differences in QoL
Group (MS/BI) differences in 
QoL whilst accounting for 
confounding variables
One Way Analysis of Covariance No non-parametric 
equivalent
Relationship between QoL and 
i) age, ii) depression, iii) self­
esteem, iv) AMI AIS scores
Pearson’s product moment 
(QoL “today” and “generally”, and 
WHOQOL-BREF “physical”, 
“psychological”, “social 
relationships” and “environment”
Spearman’s rank order 
correlation 
(SEIQoL-DW, 
WHOQOL-BREF 
“QoL” and “health”)
Relationship between QoL and
i) time since injury/diagnosis,
ii) time since admission, iii) 
disability, iv) AMI PSS scores
No parametric data Spearman’s rank order 
correlation on all QoL 
measures
An investigation of the use of 
upward and downward social 
comparisons
No parametric data Wilcoxon signed ranks 
test
An exploration of the use of 
the different social comparison 
strategies
No parametric data Friedman’s analysis of 
variance
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Participants, Response Rates and Demographic Characteristics
Forty-two potential participants who met the inclusion criteria were approached, four 
of whom were later deemed unsuitable to participate as their communication, 
cognitive (e.g. memory, executive functioning, and attentional difficulties) and 
behavioural (agitation, restlessness) difficulties may have affected their ability to 
complete the assessments and thus their responses may not have been valid. One 
person initially consented to participate but later became unwell and was admitted to 
another hospital. One individual that was approached declined to participate. Of the 
42 individuals approached 36 participated, and a response rate of 86% was achieved.
Post-hoc power calculations were conducted to ascertain the power of the study with 
the number of participants recruited. The results were as follows:
1) With a sample of 21 BI and 15 MS participants, a large effect size (0.8), using an 
independent t test, the power was 0.75.
and
2) With a total sample of 36 participants, a large effect size (0.5), using a test of 
correlation the power was 0.96.
Of the 36 participants 21 (58.3%) had a BI and 15 (41.6%) had MS. The total sample 
consisted of 15 males (41.7%) and 21 females (58.3%). In the BI group there were 11 
males (52.4%) and 10 females (47.6%). In the MS group there were 4 males (26.7%) 
and 11 females (73.3%). A Chi Square test found no significant difference between 
gender and group.
The mean age of the sample was 51.72 years (range 26-84, SD=13.25). In the BI 
group the mean age was 44.95 years (range 26-62, SD=10.85) and 61.20 years (range 
43-84, SD=10.29) in the MS group. An Independent t test showed MS participants 
were significantly older than those with BI (t(34)=-4.525, p=.000).
The mean amount of time since injury/diagnosis for the sample was approximately 13 
years (160.8 months, range 6-576, SD=168.24) There was missing data for one MS
186
Research Dossier
_________________________________________________ Major Research Project
participant, this information was not available from the file. In the BI group the mean 
time since injury was approximately four and a half years (54.86 months, range 6-310, 
SD=88.01). In the MS group the mean time since diagnosis was approximately 26 
years (319.71 months, range 144-576, SD=129.55). A Mann Whitney U test found 
those with MS had experienced their injury/illness for significantly longer than those 
with BI (U=14.5, p=.000, r=-.75).
The mean amount of time since being admitted to the hospital for the total sample was 
seven years (84.25 months, range 1-312, SD=101.76). In the BI group the mean 
amount of time since admission was approximately three years (38 months, range 1- 
270, SD=74.32). In the MS group the mean time since admission was twelve and a 
half years (149 months, range 24-312, SD=101.47). A Mann Whitney U test found 
that those with MS had been in this hospital for significantly longer than those with BI 
(U=34.5, p=.000, r=-.66). Fifteen patients were recruited from a transitional living 
unit, eighteen from the long-term care ward and three from the day hospital.
Participants mean level of disability (assessed by the EDSS), and measured on a scale 
of O=normal to 10=death) for the total sample was 7.278 (range 3-9, SD=1.58). In the 
brain injury group the mean level of disability was 6.45 (range 3.0-8.5, SD=1.56). In 
the MS group the mean level of disability was 8.43 (range 7.5-9, SD=.53). A Mann 
Whitney U test found the MS participants were significantly more disabled than those 
with BI (U=25.5, p=.000, r=-0.71).
Research Questions and Hypotheses
Hypothesis One: Participants with MS will perceive their QoL as significantly higher 
than those with a BI.
A summary of the descriptive statistics for all QoL measures is presented in table 
three.
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Table 3: Quality of Life
QoL Measures BI Group MS Group
Assessment/
Questionnaire
Mean
Score
Standard
Deviation
Range Mean
Score
Standard
Deviation
Range
SEIQ oL-DW 59.72 23.56 18.42-
95.20
63.47 25.39 11 .29-99
QoL ‘T oday’ 39.81 24.86 0-92 64.33 32.28 0-100
QoL
‘G enerally’
41.43 24.62 0-88 58.40 27 .10 20 -100
W H OQ O L-
BREF
“Q oL ”
2.95 1.02 2-5 3.5 0.94 2-5
W H OQ O L-
BREF
“H ealth”
3.19 1.12 2-5 3.07 1.5 1-5
W H OQ O L-
BREF
“Physical
Health”
14.64 2.81 9 .14 -20 13.96 4.31 4 .5 7 -2 0
W H OQ O L-
BREF
“P sycholog ica l”
13.90 3.01 8.67-20 13.08 3.87 5.33-18
W H OQ O L-
BREF
“Social
Relationships”
13.21 2.46 8-17.33 13.74 5.61 4-20
W H OQ O L-
BREF
“Environm ent”
14.36 2.32 11-19.5 12.97 3.26 7 .5 -18
An Independent t test found MS participants had significantly higher QoL ‘today’ 
rating than those with BI (t(34)=-2.577, p=.007). The effect size °^ was medium 
(r=.40). MS participants also had a significantly higher QoL generally (t(34)=- 
1.956,p=.030), the effect size was small (r=. 10). To reduce the risk of a type one error 
(due to the use of numerous statistical tests), Bonferroni’s adjustment was calculated 
by dividing the original p value by the number of statistical tests conducted (nine). 
The revised p value (.005) indicated these findings were non-significant. There were 
no significant differences in the BI and MS participants for any of the other QoL 
measures.
C ohen (1988) suggests the fo llow ing guidelines to  determ ine effect size: sm all r=. 10 to .29 or r= -.10  
to -.29, m edium  r=.30 to .49  or r=-.30 to  -.49, and large r= .50 to 1.0 o r r=^.50 t o -1 .0 .
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Possible Confounds
A One-Way Analysis of Covariance showed there were no significant effects of type 
of neuro-disability (BI or MS) on QoL after controlling for possible confounding 
variables (age, disability, time since injury/diagnosis and time since admission). The 
covariate (time since injury/diagnosis) was significantly related to QoL, as measured 
by i) the SEIQoL-DW (F(l, 29)=4.623, p=.040), ii) QoL ‘today’ (F(l,29)=12.136,
p=.002).
What Factors Constitute QoL in People with Severe Neuro-disability?
Taking into consideration all factors used to assess the validity of participants’ use of 
the SEIQoL-DW, 29 responses were deemed to be valid, seven were classed as 
uncertain and none identified as invalid (appendix fourteen). On average participants 
took approximately 20 minutes to complete this person-centred measure of QoL, 
although some individuals took 45 minutes. Most participants were able to generate 
five factors for the SEIQoL-DW, however two participants identified four factors and 
four participants identified three factors.
Table four highlights the QoL factors identified by BI and MS participants, and the 
frequency with which they were reported. These factors were independently assigned 
to one of sixteen categories by the researcher. A number of factors were reported by 
just one participant. There was some consistency in factors identified in those people 
with a BI and those with MS, with both groups frequently highlighting family and 
friends and activities as important to QoL. However there were also some differences; 
a number of people with a BI cited freedom/independence, financial security, enjoying 
life, food and mobility as important, fewer people with MS highlighted these factors. 
Cue weights were assigned to factors identified, giving an indication of how important 
the factors were considered to be by participants (see table four).
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QoL Factor Identified BI Group MSGlrnup
Frequency
Reported
Average Cue Weight 
(Importance)
Frequency
Reported
Average Cue 
Weight 
(Importance)
Fam ily and Friends 28 25.36 17 22.53
A ctivities/H obbies/G oing
Out
16 18.88 22 23.18
L iving Environm ent 8 17.38 1 20 .00
W ork/Housework 6 17.33 1 23.00
Socialising/C onversation 5 16.40 5 20.80
F reedom /Independence 5 17.80 1 32 .00
Financial Security/M oney 5 20 .00 0
Food 4 16.50 2 16.00
Enjoying Life, Happiness, 
K eeping B usy/A ctive, 
L iving
4 12.25 0
Health/Healthcare 3 26 .66 3 35.00
Holidays/Travel 3 10.33 1 20 .00
M obility 3 22.33 0
M em ories 2 7.50 0
R eligion 2 37.00 0
Appearance 1 11.00 2 18.50
Other
BI (behaviour, childcare, 
cognition, humour, 
m yself, pets, peace & 
quiet, psychoanalysis, 
safety, sleep)
M S (attitude, braille, hand 
m ovem ent, fresh air, pets, 
postcards, senses, 
sm oking, speech, v ision  & 
hearing, weather)
1 Psychoanalysis =  22 .00  
Childcare = 20 .00  
Hum our =  25 .00  
Pets -2 8 .0 0  
C ognition =  20 .00  
Behaviour =  20 .00
1 Senses -  5 7 .0 0  
Attitude =  29 .00  
Braille =25.00 
Sm oking =  34 .00
An average cue weight of greater than 20 indicates above average importance. 
Only cue weights of above average importance (>20) are reported here.
What Factors Influence Judgements about QoL?
Demographic Factors (Gender, Age)
A n  In d ep en d en t t te st  foun d  no s ig n ifica n t d iffe re n c es  b e tw e en  g en d er  and Q o L  (as  
m ea su red  b y  Q o L  “to d a y ” and  “g e n e r a lly ” , and  the W H O Q O L -B R E F  “ p h y s ic a l” , 
“ p s y c h o lo g ic a l”, “ so c ia l r e la t io n sh ip s” , and “e n v iro n m en t” d o m a in s). A  M ann  
W h itn ey  U te s t  fou n d  no s ig n ifica n t d iffe re n c es  b e tw e en  g en d er  and Q o L  (as  
m ea su red  by S E IQ o L -D W , W H O Q O L -B R E F  “Q o L ” and “ health” ). A  P ea rso n ’s 
p rod u ct m o m en t correla tion  foun d  no  s ig n if ica n t  re la tio n sh ip s b e tw e en  a g e  and Q o L  
(a s m easu red  by  Q oL  “today” and “g e n e r a lly ” , and the W H O Q O L -B R E F  “p h y s ic a l” .
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“p s y c h o lo g ic a l” , “ so c ia l r e la tio n sh ip s” , and  “ e n v iro n m en t” d o m a in s). A  S p ea rm a n ’s 
rank order co rrela tion  fo u n d  n o  s ig n if ica n t  re la tio n sh ip s  b e tw e e n  a g e  and Q o L  (a s  
m ea su red  b y  S E lQ o L -D W , W H O Q O L -B R E F  “Q o L ” and “h ea lth ” ).
Disability
A  S p ea rm a n ’s rank order co rrela tion  fou n d  s ig n if ica n t  medium^^ p o s it iv e  c o rre la tio n s  
b e tw e e n  d isa b ility  and i) su b je c tiv e  ra tin g s o f  Q o L  ‘to d a y ’ (rs= .3 4 2 , p = .0 4 1 , r^= .12) 
and ii) th e  p red eterm in ed  W H O Q O L -B R E F  “ Q o L ” d o m a in  (r s= .3 6 1 , p = .0 3 3 , r^= .13). 
B o n fe r ro n i’s a d ju stm en t w a s  c a lc u la ted  b y  d iv id in g  th e  o r ig in a l p va lu e  b y  th e  nu m ber  
o f  sta tis tica l te s ts  c o n d u cte d  (n in e); th e  r ev ise d  p v a lu e  ( .0 0 5 )  m eant th e se  fin d in g s  
sh o u ld  b e  d e e m ed  n o n -s ig n if ica n t .
Other Factors
A  S p ea rm a n ’s rank order co rre la tio n  fo u n d  a s ig n if ic a n t  m ed iu m  p o s it iv e  co rre la tio n  
b e tw e e n  tim e  s in c e  in ju ry /d ia g n o s is  and su b je c tiv e  ratin gs o f  Q o L  ‘t o d a y ’ (rg= .482 , 
p = .0 0 3 , r ^ - .2 3 ) . A  s ig n if ica n t  large p o s it iv e  co rre la tio n  w a s  foun d  b e tw e e n  tim e  s in c e  
a d m iss io n  and su b je c tiv e  ratin gs o f  Q oL  ‘to d a y ’ (rs=.525, p = .0 0 1 , r^ = .28). A l l  o th er  
f in d in g s  w ere  n o n -s ig n if ic a n t  (u s in g  B o n fe r ro n i a d ju sted  p v a lu e  as a b o v e ).
Depression
Hypothesis Two a) Participants with BI will report significantly higher levels o f  
depression than those with MS.
T h e m ean  sc o r e s  o n  th e  G D S  for  th e  M S  and B I g ro u p s are g iv e n  in ta b le  f iv e .  
T a b le  5: D e p r e s s io n  S c o r es  (G D S )
MS Group
Assessment/
Questionnaire
Mean
Score
Standard
Deviation
Range Mean
Score
Standard
Deviation
Range
GDS 5.29 3.29 0-14 6.13 4.12 0-15
C ohen (1988) suggests the fo llow ing gu idelines to determ ine strength  o f  relationship: sm all r - .  10 to 
.29 or r=-. 10 to -.29, m edium  r= .30 to .49  or r=-.30 to -.49, and large r= .50 to  1.0 or r - - .5 0  to -1 .0 .
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T a b le  s ix  p r o v id e s  a  b rea k d o w n  o f  the d e p r e ss io n  sc o r es  into d escr ip tiv e  c a te g o r ie s ,  
and th e  freq u en c ie s  and p ercen ta g e  o f  c a se s  in e a c h  ca teg o ry .
T a b le  6: B r ea k d o w n  o f  D e p r e s s io n  S c o r es  (G D S )
BI Group MS Group
GDS
Descriptive Category
Frequency Percent Frequency Percent
Normal (0-4) 8 38.1% 6 40%
Mild depression (5-9) 12 57.1% 5 33.3%
Moderate to severe 
depression (10-15)
1 4.8% 4 26.7%
A n  In d ep en d en t t te st  found d e p r e ss io n  sc o r e s  w e r e  n o t s ig n if ic a n tly  d iffe re n t b e tw e e n  
th e  grou p s.
Hypothesis Two: b) Participants with higher scores on a depression inventory will 
have lower scores on the QoL measures.
P ea r so n ’s p ro d u ct m o m en t and S p ea rm a n ’s rank order co rrela tion s fou n d  s ig n if ic a n t  
n e g a tiv e  co rre la tio n s b e tw e e n  th e  G D S  sc o r es  and  a ll Q oL  m ea su res  (ta b le  s e v e n ) .  
B o n fe r ro n i’s r ev ise d  p v a lu e  w a s  c a lcu la ted  b y  d iv id in g  th e  o r ig in a l p v a lu e  b y  th e  
nu m b er o f  sta tistica l te s ts  c o n d u cte d  (n in e). U s in g  th e  r ev ise d  p v a lu e  ( .0 0 5 )  a ll 
f in d in g s  rem a in ed  s ig n if ica n t , w ith  th e  e x c e p t io n  o f  th e  r e la tio n sh ip  b e tw e e n  
d e p r e ss io n  and su b je c tiv e  ratin gs o f  Q o L  ‘g e n e r a lly ’ and d e p r e ss io n  and the  
pred eterm in ed  W H O Q O L -B R E F  “ H ea lth ” and  “E n v iro n m en t” dom ain .
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Table 7: Correlations between the GDS and OoL measures
GDS
QoL Measu re
SEIQ oL-DW r s =  - .4 8 1 * * *
p=.002
r^=.23
QoL ‘T oday’ r = - .4 7 3 * * *
P -.0 0 2
P=.22
QoL ‘G enerally’ r= - .3 9 1 **
P -.0 0 9
r^ -.15
W HOQOL-BREF rs= - .6 8 4 * * *
“Q oL” p=.000
P=.A1
W HOQOL-BREF r s =  - .4 0 2 * *
“Health” p -.0 0 8
r - - .1 6
W H OQ O L-BREF r= - .6 3 1 * * *
“Physical H ealth” p=.000
r-= .40
W H OQ O L-BREF r= - .7 2 4 * * *
“P sycholog ica l” p-.GOG
r - - .5 2
W H OQ O L-BREF r= - .4 7 1 * * *
“Social Relationships” p=.GG2
/-:=.22
W H OQ O L-BREF r=-.372*
“Environm ent” P-.G 14
* Significant at the 0.05 level (one-tailed)
** Significant at the 0.01 level (one-tailed)
*** Significant vising Bonferroni *s correctedp value (p<..005)
(ns) Nonsignificant p>.05
Self-esteem
Hypothesis Three: a) Participants with BI will report having a significantly lower self­
esteem than those with MS.
Participants with BI and MS had comparable scores on the self-esteem  measure (table 
eight).
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T a b le  8: D e sc r ip tiv e  S ta tistic s  for th e  R S E
BI Group MS Group
Assessment/
Questionnaire
M
“""SScore
Standard
Deviation
Range Mean
Score
Standard
Deviation
Range
RSE 21.51 4.16 11-29 24 5.96 15-36
A n  In d ep en d en t t te st  fou n d  n o  s ig n if ica n t  d iffe re n c e  in s e lf -e s te e m  sc o r es  for p e o p le  
w ith  B I and M S .
Hypothesis Three: b) Participants with lower self-esteem scores on the self-esteem 
measure will report lower scores on the QoL measures.
P ea r so n ’s p rod u ct m o m en t and S p ea rm a n ’s rank order co rre la tio n s fou n d  s ig n if ic a n t  
n e g a tiv e  r e la tio n sh ip s b e tw e en  se lf -e s te e m  and a ll m ea su res  o f  Q o L  w ith  the  
e x c e p tio n  o f  Q o L  ‘g e n e r a lly ’ ; w ith  h ig h  sc o r e s  o n  the s e lf -e s te e m  sc a le  ( in d ic a tin g  
lo w  s e lf -e s te e m ) a sso c ia te d  w ith  lo w e r  sc o r es  o n  th e  Q o L  m ea su res (ta b le  n in e). T o  
a c co m m o d a te  th e  m u ltip le  te stin g  issu e , B o n fe r r o n i’s c o rrec tio n  w a s  c a lc u la ted  by  
d iv id in g  th e  o r ig in a l p v a lu e  b y  the n u m ber o f  s ta tis tica l te s ts  u sed  (n in e ). U s in g  the  
r ev ised  p v a lu e  ( .0 0 5 )  fe w er  s ig n if ic a n t  f in d in g s  w e re  fo u n d . T h e se  w e re  b e tw e e n  
se lf -e s te e m  and th e  p red eterm in ed  W H O Q O L -B R E F  “H ea lth ” , “P h y s ic a l H ea lth ” , 
“P sy c h o lo g ic a l” , “S o c ia l R e la t io n sh ip s” and  “E n v ir o n m e n t” d o m a in s .
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T a b le  9: C o rre la tio n s b e tw e e n  th e  R S E  and O o L  m ea su res
RSE> •
QoL Measure
SEIQoL-DW r^=-.376*
p=.014
r--.14
QoL ‘Today’ r=-.371*
p=.014
A = . U
QoL ‘Generally’ W
WHOQOL-BREF r,= -.328*
“QoL" p-.027
r^ -.ll
WHOQOL-BREF rs= -.542***
“Health” p=.000
F ^ .2 9
WHOQOL-BREF r=  -.538***
“Physical Health” p-.OOO
A = .2 9
WHOQOL-BREF r--.707***
“Psychological” p=.000
r"=.50
WHOQOL-BREF r=  -.492***
“Social Relationships” p=.002
WHOQOL-BREF r=  -.453***
“Environment” p=.003
r"-.21
* Significant at the 0.05 level (one-tailed)
** Significant at the 0.01 level (one-tailed)
*** Significant using Bonferroni's correctedp value (p"...005)
(ns) Nonsignificant p>.05
Autobiographical Memory
T ab le  te n  s h o w s  the d e sc r ip tiv e  sta tistic s  for  th e  a u to b io g ra p h ica l m e m o r y  m ea su re  
(A M I), for  th e  P erso n a l S e m a n tic  S c h e d u le  (P S S ) and A u to b io g ra p h ica l In c id e n ts  
S ch ed u le  (A IS ). B o th  g ro u p s d em o n stra ted  d e fic its  in  th e ir  a u to b io g ra p h ica l m e m o r y  
w h en  r eca llin g  sp e c if ic  fa c ts  from  th eir  c h ild h o o d , early  adult life  and r e c e n t  life . T h e  
M S group  sco red  lo w er  than  th e  B I group .
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Assessment/
Questionnaire
Mean
Score
Standard
Deviation
Range Mean 
Score “
Standard ,
A u to b iograph ica l M em ory
AMI-PSS 
Childhood score
16.13 3.92 8.5-20.5 13.58 4.58 5.5-21
AMI-PSS 
Young Adult score
16.60 2.76 12-21 14.04 4.95 3-20
AMI-PSS 
Recent score
16.85 4.94 6-21 11.15 7.18 0-21
AMI-PSS
Total Score
49.58 9.54 29-61 38.62 15.29 6.5-60
AMI-AIS 
Childhood Score
4.75 2.17 0-9 4.15 3.44 0-9
AMI-AIS
Young Adult Score
4.75 2.55 0-9 3.31 3.09 0-8
AMI-AIS 
Recent Score
4.90 2.40 0-9 4.39 3.38 0-9
AMI-AIS
Total score
14.4 6.25 3-26 11.85 8.81 0-25
T ab le  e le v e n  o u tlin e s  a  b rea k d o w n  o f  the a u to b io g ra p h ica l m em o ry  sc o r e s  (P S S  and  
A I S )  in to  d escr ip tiv e  c a teg o r ie s , and  th e  fr eq u e n c ie s  and  p ercen ta g e  o f  c a se s  in  e a ch  
ca teg o ry . O n  th e  P S S  the resu lts sh o w  that a lm o st a  third o f  th e  B I g ro u p  and o v e r  
h a lf  o f  th e  M S  g ro u p  had a d e fic it  in  a u to b io g ra p h ica l m em o ry . O n  th e  A IS  a lm o st  
h a lf  o f  th e  M S  and o v e r  a third o f  the B I p a rtic ip an ts d em o n stra ted  a d e fic it  in  
a u to b io g ra p h ica l m em o ry .
T a b le  1 1 : B r ea k d o w n  o f  A u to b io g ra p h ica l M em o r y  S c o r e s  (A M I)
Descriptive Category Frequency Percent Frequency Percent
AMI PSS Total
Acceptable Range (score 54-63) 9 45.0% 3 23.1%
Borderline (score 50-53) 3 15.0% I 7.7%
Probably Abnormal (score 48-49) 2 10.0% 1 7.7%
Definitely Abnormal (score<47) 6 30.0% 8 61.5%
AMI AIS Total
Acceptable Range (score 19-27) 4 20.0% 3 23.1%
Borderline (score 16-18) 6 30.0% 0 0.0%
Probably Abnormal (score 13-15) 2 10.0% 3 23.1%
Definitely Abnormal (score <12) 8 40.0% 7 53.8%
T o  red u ce  th e  r isk  o f  a  ty p e  o n e  error, an adju sted  p v a lu e  ( .0 0 6 )  w a s c a lc u la ted  u s in g  
B o n fe r ro n i’s co rrec tio n  w h ereb y  th e  o r ig in a l p v a lu e  w a s d iv id ed  by the n u m ber o f
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statistical tests conducted (eight). An Independent t test found no significant 
differences between the groups for any of the AMI AIS scores. A Mann Whitney U 
test found no significant differences between groups for the AMI PSS scores.
Hypothesis Four: Deficits in autobiographical memory will be associated with 
perceived QoL. A lower score on the Autobiographical Memory Interview will be 
associated with a higher score on the QoL measures.
Pearson’s product moment and Spearman’s rank order correlations found some 
significant negative correlations between the AMI and QoL measures, but also a 
number of non-significant findings (see table twelve). To reduce the risk of type one 
error, Bonferroni’s correction was calculated by dividing the original p value by the 
number of statistical tests conducted (nine). Using the revised p value (.005) only one 
significant finding was accepted between AMI PSS “recent” score and the person- 
centred SEIQoL-DW measure.
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AMI Personal Semantic Schedule Score
QoL C hildhood Y oung Adult Recent Total
SEIQ oL-DW W W rs=-.464***
p= .004
r"=.22
r,=-.328*
p = .034
r"=.ll
QoL Today r,=-.347*
p= .024
r"=.12
N rs=-.366*
p=.018
r^=.13
rs=-.346*
p= .024
r^=.12
QoL Generally W (ns) W w
W HOQOL QoL W w (ns) w
W HOQOL Health W w (ns) (ns)
W HOQOL  
Physical Health
W (hj;) w
W HOQOL
P sychological
W w W (ns)
W HOQOL  
Social Relationships
W w W (ns)
W HOQOL
Environment
(ns) r,=-.379*
p=.015
r^=.14
W w
AMI Autobiographical Incidents Schedule
C hildhood - Y oung Adult Recent Total
SEIQ oL-DW (ns) W W W
QoL Today w r=-.348*
p= .024
r^=.12
r=-.300*
p=.045
r"=.09
r=-.344*
p= .025
r^=12
QoL Generally w r=-.332*
p= .030
v^=Al
w W
W HOQOL QoL w w w
W HOQOL Health w w w W
W HOQOL  
Physical Health
w w w W
W HOQOL
P sychological
w w w W
W HOQOL  
Social Relationships
w w w W
W HOQOL
Environment
w r=-.335*
p= .028
r"= .ll
w W
* Correlation is signifie ant at the 0.05 level (one-tailed)
** Correlation is significant at the 0.01 level (one-tailed)
* * * Significant using Bonferroni’s correctedp value (p<.005) ^
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What factors do individuals consider when making judgements about their QoL? 
Past experiences and Social Comparisons
Hypothesis Five: a) Individuals will make social comparisons in making judgements 
about their perceived QoL.
P artic ip an ts w ere  ask ed  w h eth er  th e y  th o u g h t abou t other t im e s  in their  life  w h e n  
m a k in g  Q o L  ju d g e m e n ts  (s e e  tab le  th irteen ); a lm o st  70%  reported  that th e y  did .
T a b le  13: F a ctors co n sid ered  w h e n  m a k in g  ju d g em en ts ab ou t O oL
Factors considered
Frequency Percentage
Other Times in your Life Yes 25 69.4%
No 11 30.6%
What type o f times Positive 19 52.8%
Negative 2 5.6%
Indifferent 4 11.1%
n/a 11 30.6%
Other People Yes 17 47.2%
N o 19 52.8%
Other times and other people 13 36.1%
P artic ip an ts w e r e  a sk ed  h o w  o fte n  th e y  th in k  a b o u t th e m se lv e s  in  r e la tio n  to  p e o p le  a) 
better  o f f  (up w ard  fi-equency) and b) w o r se  o f f  (d o w n w a r d  freq u en cy ) than  
th e m se lv e s  (s e e  ta b le  fo u rteen ). W h en  a sk ed  ab ou t th e  d irec tio n  o f  so c ia l co m p a r iso n  
and the freq u en cy  w ith  w h ic h  th e y  m ak e th ese  c o m p a r iso n s  a lm o st three quarters o f  
participan ts rep orted  m a k in g  upw ard  so c ia l  c o m p a r iso n s , and a p p ro x im a te ly  tw o  
thirds rep orted  m a k in g  d o w n w a rd  so c ia l c o m p a r iso n s. A  W ilc o x o n  S ig n ed  R a n k  te s t  
fo u n d  n o  s ig n ifica n t d ifferen ce  in th e  u se  o f  up w ard  or  d o w n w a rd  so c ia l co m p a r iso n s .
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T ab le  14: S o c ia l C o m p a riso n s
Social Comparisons
Frequency Percentage
Uoward Freauencv
No:
“Not at all” 10 2%8%
Yes: 26 722%
“Occasionally” 9 2&Œ&
“Sometimes” 5 13.9%
“Quite Often” 9 25T%
“Most o f the Time” 3 8.3%
Downward Frequencv
No:
“Not at all” 13 36T%6
Yes: 23 63.9%
“Occasionally” 9 25.0%
“Sometimes” 8 222%
“Quite Often” 3 82%
“Most o f the Time” 3 82%
Hypothesis Five b) Participants will primarily make ‘Downward Contrast’ social 
comparisons in making judgements about their perceived QoL.
T ab le  f if te e n  o u tlin e s  th e  ty p e  o f  so c ia l co m p a r iso n  stra teg ie s  u sed  and  th e  to ta l  
freq u en cy  sco re  for a ll p articipan ts o n  ea ch  stra teg y . L e ss  th an  h a l f  th e  p a rtic ip an ts  
rep orted  u s in g  th e  D I stra tegy , and sim ila r  n u m b ers o f  partic ip an ts (o v e r  h a lf)  rep orted  
u sin g  th e  U I, U C , and D C  stra teg ies . H o w e v e r , th e  h ig h est to ta l fr eq u e n c y  sco re  
(tab le  f i f te e n )  is  for  the D C  stra teg y  (a  h ig h er  sc o r e  in d ica tin g  m ore freq u en t u se  o f  
th e  stra teg y ). A  F ried m a n ’s a n a ly sis  o f  v a r ia n ce  fo u n d  no s ig n if ic a n t  d iffe r e n c e s  
b e tw e e n  th e  freq u en cy  sc o r e s  for th e  u se  o f  so c ia l co m p a r iso n  stra teg ies .
S tra tegy Number of Participants 
Using the strategy
Total Frequency 
Score»'
U p w ard  Id en tif ica tio n  (U I) 21 133
U p w ard  C ontrast (U C ) 2 2 132
D o w n w a rd  Id en tifica tio n  (D I) 14 9 9
D o w n w a rd  C ontrast (D C ) 2 2 153
200
Research Dossier
__________________________________________________Major Research Project
T h e c o m p a r iso n  stra teg ies  rep orted  b y  partic ip an ts (ta b le  s ix te en ) sh o w e d  a p referen ce  
for  ‘D o w n w a r d  C o n tra st’ ju d g em e n ts  (2 5 % ). S o m e  p articipan ts rep orted  u sin g  
c o m b in e d  stra teg ie s  and so m e  rep orted  u s in g  a ll four stra teg ie s . N o  p articipan ts  
sh o w e d  a p referen ce  for the ‘D o w n w a r d  Id en tif ic a t io n ’ stra teg y  ( id e n tify in g  w ith  
so m e o n e  w o r se  o f f  or  le s s  fortu nate). It w a s  n o t p o ss ib le  to  do an y  sta tistica l a n a ly sis  
o f  th is data  d u e to  the sm a ll nu m bers.
T a b le  16: P referen ce  o f  S o c ia l C o m p a riso n  stra teg ie s
Preferred
Strategy
Frequency Percentage
UI 3 8.3%
U C 5 13.894
D I 0 0%
D C 9 25%
U I & U C 3 8.3%
UI  &  D C 2 5 .5 %
U C & D C 0 0%
D I & D C I 2 .7 %
3 stra teg ies U I , D I, D C  
U I, D I , D C  
U I, U C , D C
3 8.3%
4  stra teg ies 5 13.894
N o n e  u sed 5 13.894
T h e ex ten t to  w h ic h  p a r tic ip a n ts’ c o m p a r iso n  stra teg ie s w ere  d e e m ed  to  be o f  a  
p o s it iv e  or  n e g a tiv e  nature (P o s it iv e  O rien ta tio n  In d ex ) w a s  a s s e s se d  b y  a ss ig n in g  
in d iv id u a ls  to  o n e  o f  three g ro u p s (stro n g  p o s it iv e  or ien ta tio n , w e a k  p o s it iv e  
o r ien ta tion , n e g a tiv e  or ien ta tio n ). M o st p artic ip an ts sh o w e d  a p o s it iv e  o r ien ta tio n  
(ta b le  s e v e n te e n ) , u s in g  p o s it iv e  stra teg ies  ( ‘U p w a rd  Id en tif ic a t io n ’ and  ‘D o w n w a r d  
C on tra st’). T h e e x ten t to  w h ic h  participan ts m ad e c o m p a r iso n s  b y  id e n tify in g  or  
con trastin g  th e m se lv e s  w ith  others (Id en tif ic a tio n  O rien ta tion  In dex) w a s  a n a ly sed  by  
a ss ig n in g  in d iv id u a ls  to  three g ro u p s (stro n g  con trast, w ea k  con trast and  
id en tif ica tio n ). T here w a s  little  d iffe re n c e  in w h eth er  p articipan ts id en tif ied  or  
con trasted  th e m se lv e s  w ith  oth ers (tab le  se v e n te e n ) .
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T a b le  17: P o s it iv e  O rien ta tion  and Id en tif ica tio n  O rien ta tio n  In d ices.
1 Frequency Percentage
Com parison (P ositive) Orientation Index v;" , ,,
N egative  orientation (0 or less) 14 39%
W eak positive orientation (1 to 7) 19 52.7%
Strong positive  orientation (8 to 16) 3 8.3%
Identification Orientation Index , ; ,
Strong contrast (-7  and less) 4 11. 1%
W eak contrast (-1 to  -7 ) 13 36.1%
Identification (above -I ) 19 52.8%
P ositive  Orientation Index=((U I+D C )-(U C +D I)) 
Identification Orientation ln d ex= ((U I+ D I)-(U C +D C ))
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Discussion
This study has explored the concept of QoL in people with severe neuro-disability, the 
factors that relate to QoL, and the processes involved in making these judgements, and 
it has added to the limited research in this area. Of the research that does exist, 
participants tend to have milder levels of neuro-disability, whereas participants in this 
study had high levels of neuro-disability. There has been no research comparing QoL 
in people with severe neuro-disability as a consequence of either a sudden one off 
event (BI) or a progressive degenerative condition (MS).
Summary of Findings 
Perceptions o f QoL
The mean score for the person-centred measure (SEIQoL-DW) was above the mid­
point. This is comparable to the SEIQoL-DW mean ratings demonstrated in other 
neurological populations (Lintem et al, 2001; Murrell et al, 1999). On subjective 
ratings, measuring overall QoL ‘today’ and ‘generally’, the mean score for MS 
participants was above the mid-point, but the mean score for BI participants was 
below the mid point. The mean scores on the predetermined measure (WHOQOL- 
BREF), were above the mid point on all domains.
Any differences in scores may be explained through the measures assessing different 
aspects of QoL^  ^ (the SEIQoL-DW considers specific individual factors, the 
WHOQOL-BREF focuses on predetermined domains of QoL, and the subjective 
ratings focuses on overall QoL). When asked to generate specific areas important to 
their QoL on the SEIQoL-DW, participants may have focused upon positive aspects, 
whereas when asked to consider overall QoL, negative aspects not highlighted by the 
person-centred measure lowered this perception. Furthermore, the use of a visual 
analogue scale ranging from ‘worst possible’ to ‘best possible’ QoL may have
The rationale for the use of different QoL measures has been outlined in the introduction and method 
sections.
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impacted upon their scores by encouraging them to consider the full continuum of 
QoL.
Hypothesis One: Participants with MS will perceive their QoL as significantly higher 
than those with BI.
A significant difference was initially found where MS participants rated their QoL as 
higher than those with BI on the subjective QoL ‘today’ rating. However, following a 
Bonferroni’s adjustment the findings were found to be non-significant. Therefore the 
null hypothesis is accepted.
Quality o f Life Factors
A person-centred measure (SElQoL-DW) was used to explore which factors were 
important to the QoL of people with severe neuro-disabilities, which showed that QoL 
is an individual concept. A number of factors were identified by just one participant, 
(e.g. “smoking”, “pets”, “psychoanalysis”), which may not necessarily be considered 
by others as important to QoL. However, each item nominated held importance for 
the individual, and this finding emphasises the individual nature of the concept, and 
supports the notion that the SElQoL-DW is measuring individual QoL.
The most frequently cited factors were family and friends, activities, living 
environment, work and socialising. Those with BI identified some factors 
(freedom/independence, financial security, enjoying life, food and mobility), which 
were not deemed important by those with MS. This reflects more qualitative 
differences between the groups. The person-centred measure enabled participants to 
freely generate items, which may explain differences between the groups.
The factors cited here are comparable to an older people’s population who also 
identified family, hobbies, and friends as important to QoL when using the SElQoL- 
DW (Beaumont and Kenealy, 2004). This suggests many factors identified may be 
important to our QoL regardless of which group we belong to. However, there were 
also some unique factors highlighted in the older people’s study (e.g. transport) that
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were not highlighted here. Therefore, there may be some important differences to 
note in what QoL factors are important to people from different populations.
The frequency with which a factor was cited was not necessarily reflective of its 
importance; the factors deemed most important by participants were; religion, pets, 
health/healthcare and family and friends in the BI group, and senses, 
health/healthcare, smoking, and freedom/independence m the MS group. This is 
another qualitative difference between the groups. This finding reflects some 
participants placing particularly high ratings on individual factors, whereas others 
tended to rate the importance of the five generated factors more evenly. Some factors 
highlighted as highly important in the older people’s study (Beaumont and Kenealy, 
2004) were not rated as highly here (e.g. mobility, lunch club). A fundamental 
conclusion of this study is that individual differences are sufficient to warrant the use 
of a person-centred approach to measuring QoL.
What factors may be related to QoL judgements?
Demographic Factors (Gender, Age)
No significant differences were found for gender and QoL. This contradicts the 
findings of Seibert et al (2002) who found women reported poorer QoL, and 
Steadman-Pare et al (2001) who found women reported higher QoL. These differing 
results regarding gender effects may be explained through the use of different 
measures of QoL used. Any results taking gender into account are at risk of being 
skewed, as there are generally fewer women than men with BI (Steadman-Pare et al, 
2001). A non-significant finding here may be explained by a small sample size and a 
more balanced gender representation of people with BI and MS within the above 
studies. This may indicate a potential limitation of the present study, as perhaps the 
composition of gender balance here is not representative of the populations.
No significant relationships were found between age and QoL. This contradicts the 
findings of Seibert et al (2002) who found older participants reported better QoL than 
younger participants. This differing result may be explained through the use of 
different measurement tools. However, this sample rated their QoL on the SEIQoL-
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DW as lower than individuals in the older people’s study (Beaumont and Kenealy, 
2004), which may suggest there are some age differences.
Disability
Initially some significant relationships were found between disability and QoL (when 
measured by subjective ratings of QoL ‘today’ and the predetermined WHOQOL- 
BREF “QoL” domain). However, following a Bonferroni’s adjustment the findings 
were found to be non-significant. In conclusion disability is not significantly related 
to QoL.
Other Factors
Using Bonferroni’s correction, significant positive relationships were found between 
time since injury/diagnosis and subjective ratings of QoL ‘today’ and between time 
since admission and subjective ratings of QoL ‘today’. This may be explained 
through individuals having more time to adjust to an illness/injury and accept any 
subsequent disabilities, therefore enabling them to rate their QoL as higher. However 
as not all findings were significant, and it is not possible to infer causation from 
correlation, these results should be interpreted with caution.
Depression
Over half of the BI group reported mild depression, and one participant reported 
severe depression. In the MS group just over a third reported mild depression and just 
under a third reported moderate to severe depression. This is to be expected given the 
prevalence rates of depression reported in BI (Federoff et al, 1992) and MS (Minden 
and Schiffer, 1990).
Hypothesis Two: a) Participants with BI will report significantly higher levels o f 
depression than those with MS.
There were no significant differences between the groups in terms of depression. This 
does not support hypothesis two part a) and the null hypothesis is accepted. Therefore 
subsequent analyses looking at the relationship with QoL were conducted for the total 
sample rather than separate groups.
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Hypothesis Two b) Participants with higher scores on a depression inventory will 
have lower scores on the QoL measures.
The findings of this study suggest a negative relationship between depression and 
perceived QoL, whereby lower scores on the depression scale (GDS) were associated 
with higher ratings of QoL when measured by: the person-centred measure (SElQoL- 
DW), the subjective ratings (QoL ‘today’ and ‘generally’), and the predetermined 
domain measure (WHOQOL-BREF). Bonferroni’s correction was used to reduce the 
risk of a type one error and found significant findings remained, with the exception of 
the relationship between depression and the subjective QoL “generally” ratings and 
between depression and the predetermined WHOQOL-BREF “Health” and 
“Environment” domains. The findings therefore show some support for hypothesis 
two part b). However, the significant correlations only account for between 14 and 
52% of the variation in the scores and therefore a considerable amount of variability 
remains unexplained, which may be attributable to other variables. Therefore these 
significant findings should be treated with caution. It was not possible to infer 
causality from correlations and unfeasible to conduct more complex statistical 
analyses such as multiple regression due to the sample size.
The findings of this study support the findings of Kenealy et al (2000) in people with 
MS, that individuals with lower levels of depression rated their QoL as higher. The 
findings are consistent with Kreuter et al (1998), who found depression to be a strong 
predictor of QoL in people with spinal cord injuries and BI, and Steadman-Pare et al 
(2001) who found that individuals who reported more depressive feelings also 
reported a significantly lower QoL. The results are also consistent with the findings 
of Underhill et al (2003) who found that life satisfaction^^ was higher in those 
individuals without a diagnosis of depression following TBl, and Vickery et al (2005), 
who showed that higher levels of depressive symptoms were associated with lower 
perceived QoL in people who had sustained a TBl. The present study provides further 
support for the research in this area, which has demonstrated such a relationship in 
people with severe neuro-disabilities.
As discussed in the Introduction section ‘Life Satisfaction’ has been used interchangeably in the 
literature with QoL.
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Self-Esteem
The mean self-esteem score for both the BI and MS groups was good (around the mid 
point).
Hypothesis Three: a) Participants with BI will report significantly lower self-esteem 
than those with MS.
No significant differences were found in self-esteem between the groups. This does 
not support hypothesis three part a) and the null hypothesis is accepted. Therefore 
subsequent analyses looking at the relationship between self-esteem and QoL were 
conducted for the total sample rather than separate groups.
Hypothesis Three: b) Participants with lower self-esteem scores on the self-esteem 
measure will have lower scores on the QoL measures.
The findings of this study initially suggested low self-esteem was significant 
associated with lower QoL scores on all but one of the measures (QoL ‘generally’). 
However, when Bonferroni’s correction was used to minimise the risk of type one 
error, significant negative relationships were only found between self-esteem and the 
predetermined WHOQOL-BREF “Health”, “Physical Health”, “Psychological”, 
“Social Relationships” and “Environment” domains. This provides some support for 
hypothesis three part b) and the findings should be treated with caution for a number 
of reasons: Where significant correlations were found, they can only account for 
between 11 and 50% of the variation in the scores and therefore a considerable 
amount of variability remains unexplained, which may be attributable to other 
variables. It was also not possible to infer causality from the findings, and was 
unfeasible to conduct more complex statistical analyses (e.g multiple regression) due 
to the sample size.
There is limited research in this area, however the current findings provide some 
support for Vickery et al (2005) who demonstrated that a poorer view of self was 
associated with lower subjective ratings of QoL. This research provides some support 
for the suggestion of Man et al (2003) that difficulties or disabilities encountered as a
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consequence of neuro-disability may be associated with lower levels of self- 
confidence and self-esteem.
Autobiographical Memory
Both groups demonstrated deficits in their autobiographical memory when recalling 
specific facts from their childhood, early adult life and recent life. On the PSS almost 
a third of the BI group and over half of the MS group had a deficit in autobiographical 
memory. On the AIS almost half of the MS and BI groups demonstrated a deficit in 
autobiographical memory. Such cognitive (memory) deficits are to be expected in 
individuals with severe neuro-disabilities.
No significant differences were found between the MS and BI group for their AMI 
scores. Therefore subsequent analyses looking at the relationship between 
autobiographical memory and QoL were conducted for the total sample rather than 
separate groups.
Hypothesis Four: Deficits in autobiographical memory will be associated with 
perceived QoL. A lower score on the Autobiographical Memory Interview will be 
associated with a higher score on the QoL measures.
Whilst a number of significant correlations were initially found between scores on the 
AMI and the QoL measures, when these findings were considered using Bonferroni’s 
corrected p value (to reduce the likelihood of a type one error) all but one were 
deemed non-significant. This provides minimal, if any support for hypothesis four. 
Any significant findings should also be treated with caution. Where significant 
relationships were found, they only accounted for between 9 and 22% of the variation 
in the scores and therefore a considerable amount of variability remained unexplained, 
which may be attributable to other variables. It was not possible to infer causality 
from these findings, and unfeasible to conduct more complex statistical analyses (e.g. 
multiple regression) due to the sample size.
The fact that autobiographical memory scores were not significantly correlated with 
all measures of QoL may be explained by the different measures assessing different
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aspects of QoL. The only significant relationship (after Bonferroni’s correction) was 
between the personal semantic “recent” score and the person-centred measure 
(SEIQoL-DW), where participants generated their own areas important to their QoL. 
The individualised nature of the assessments may explain this relationship, where the 
AMI assesses memory for personal life events specific to that individual and the 
SElQoL-DW assesses individual aspects of QoL.
The significant findings provide minimal support for Kenealy et al (2000, 2002), who 
found a relationship between autobiographical memory and QoL in people with MS, 
whereby individuals with impaired autobiographical memory reported their QOL as 
higher. Any such findings could be explained by QoL perceptions and judgements 
being dependent upon an individual’s past experience, present life and future 
aspirations (O’Boyle et al, 1994; Vickrey et al, 1995), thus a loss of knowledge about 
one’s past may affect perceptions of current QoL. Kenealy et al (2000) suggested that 
such cognitive changes, may affect the ability to perceive QoL in a valid way, as 
knowledge about past life experiences and memories prior to injury are fundamental 
in making QoL judgements that take into account the impact of disability. Therefore 
they propose that individuals with a deficit in autobiographical memory have impaired 
knowledge about their past QoL and subsequently are less able to make valid 
comparative judgements about their current QoL, which results in participants rating 
their QoL as higher.
It could be argued that deficits in autobiographical memory may reduce the level of 
insight into an individual’s disability, and therefore that any ratings of QoL may not 
be valid. However, whether participants make invalid judgements about their QoL as 
a result of impaired autobiographical memory, or through adopting alternative 
strategies (e.g. social comparisons) are irrelevant; the result is a higher perceived QoL. 
What is important is how an individual perceives their QoL to be, regardless of insight 
or whether others deem such a judgement to be accurate or not.
One potential difficulty with the AMI is in verifying the personal memories of 
individuals. However, research has shown that memories provided tend to be true.
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with omissions of memories being more common, than confabulations (Kopelman et 
al, 1989). This was also evident from conducting the research, where participants 
tended to give a “don’t know” response rather than confabulate responses to 
questions.
What Factors do Individuals consider when making judgements about their QoL? 
Past experiences and Social Comparisons
Over two thirds of participants considered other times in their lives when making 
judgements about their QoL; most thought about positive times and very few thought 
about negative times. This supports the findings of Dube et al (1998) who found 
consideration of the past in making judgements of subjective well-being was common. 
However, as highlighted above, individuals with severe neuro-disabilities may have 
memory impairments, which prevent them considering their past experiences in 
making QoL judgements. Kenealy et al (2000) suggested that if unable to utilise the 
strategy of comparing current QoL with past QoL, individuals might adopt other 
strategies (e.g. social comparisons).
Hypothesis Five: a) Individuals will make social comparisons in making judgements 
about their perceived QoL.
Just under half of the sample admitted comparing themselves to others in making 
judgements about their QoL. Over a third of participants reported using both 
strategies of considering their past and other people in making their judgements about 
QoL. This provides some support for the suggestions of Kenealy et al (2000) outlined 
above.
When asked about the direction of social comparison people make in their QoL 
judgements and also about the frequency of which they make these comparisons 
almost three quarters of the sample reported making upward social comparisons 
(comparing themselves with people perceived as better off than themselves), and 
approximately two thirds reported making downward social comparisons (comparing 
themselves with those perceived as worse off than themselves). This provides some 
support for hypothesis five part a). However statistical analysis found no significant
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difference in the frequency of the upward or downward strategies used. Whilst 
participants admit to and demonstrate the use of social comparisons, a non-significant 
statistical finding means these results should be treated with caution.
Hypothesis Five: b) Participants will primarily make ‘Downward Contrast’ social 
comparisons in making judgements about their perceived QoL.
Less than half of the participants reported using the “Downward Identification” 
strategy, and similar numbers of participants (almost 60%) reported using the 
“Upward Identification”, “Upward Contrast”, and “Downward Contrast” strategies. 
This suggests individuals use a number of strategies, and provides little support for 
hypothesis five part b). When the frequency scores were taken into consideration 
(where a higher score indicates more frequent use of the strategy), the highest total 
frequency score for all participants was for the “Downward Contrast” strategy. 
However, statistical analysis found no significant differences, which does not support 
hypothesis five part b). The comparison strategies reported by participants showed a 
slight preference for ‘Downward Contrast’ judgements (25%), whereas no other single 
strategy or combination of strategies accounted for more than 14 per cent. Due to the 
small numbers it was not possible to conduct any further statistical analysis on the 
data.
There is no comparable research into social comparisons and severe neuro-disability, 
although it has been suggested that people with BI use social comparisons as part of 
the adjustment process post-injury (Arenth et al, 2006). This theory could also be 
applied to adjustment post-diagnosis in MS. The present study provides limited 
support for the findings of Beaumont and Kenealy (2004) who reported the principal 
strategy used when making QoL judgements was ‘downward contrast’. However, it is 
important to note that this sample was taken from the older people’s population and 
therefore may be significantly different from the current sample, for example in terms 
of generational differences.
Wood et al (1985) suggested that frequency of social comparisons might be most 
prominent during the initial stage of the adjustment process, and so those who have
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longer to adapt to illness may be less likely to use such strategies. Given the average 
time since injury or diagnosis was approximately 13 years in this study, this could 
explain the lack of a strong preference for any particular strategy. Arenth et al (2006) 
also proposed that at different points following a BI, the social comparison strategy 
employed by an individual may change, however they were unable to confirm this 
hypothesis in their study, and so it is merely speculation. It may be of interest to 
investigate this proposal further, and further research in this area could be conducted.
It has been suggested that using a ‘downward comparison’ strategy is associated with 
higher QoL ratings (Beaumont and Kenealy, 2004). Unfortunately because of the 
small sample in the present study it was not possible to determine whether there were 
any such associations.
Theoretical Contributions 
Contributions to the Existing Literature
There has been no research investigating QoL in people with severe neuro-disability 
as a consequence of either a sudden one off event (BI) or a progressive degenerative 
condition and a comparison between the two. This study is therefore unique in this 
respect. Whilst research has been conducted looking at QoL in BI in other countries, 
there has been very little in the UK. Much of the existing research has considered 
milder levels of BI. There has been some research looking at QoL in individuals with 
MS in the UK. However, Murrell et al (1999) highlights, average EDSS scores 
(measuring disability) in previous studies typically range from two to seven, lower 
than the EDSS scores reported in this study.
People with severe neuro-disabilities can present with physical, cognitive, 
communication, emotional and behavioural difficulties. Communicating with this 
severely disabled group presents researchers with a number of challenges. Individuals 
often have limited means of expressing themselves due to physical, mental and/or 
communication difficulties. Issues such as fatigue and limited concentration span can
213
Research Dossier
__________________________________________________Major Research Project
affect the nature and length of investigations that can be conducted with this group. 
Conducting research with these individuals can be extremely time consuming and 
requires patience and sensitivity to individual needs. As a result, there is little 
research conducted in this area compared to individuals with mild or moderate levels 
of neuro-disability.
The EDSS scores indicate the current sample represents the more severely disabled 
end of the scale. Participants had high levels of disability, fewer participants were at 
the higher end of the EDSS (scoring 9 or above), as the extreme communication 
and/or cognitive difficulties present in someone scoring at the higher end of the scale 
would prevent such individuals from participating as they would be unable to 
complete the assessment tools. However, these scores and the descriptions outlined 
previously highlight that participants in this study constitute the more severely 
disabled end of the spectrum of people with neuro-disabilities (a group which has not 
been extensively studied in the literature).
Individual QoL
This study has further highlighted the idiosyncratic nature of QoL through the use of a 
person-centred measure (SEIQoL-DW), which identified a number of individual QoL 
factors that were deemed important to people with severe neuro-disabilities. Such 
individual factors may not have been highlighted by the predetermined measures. It 
could be argued that predetermined QoL measures alone do not fully account for 
individual factors and experiences in the context of neuro-disability. The use of 
person-centred measures is therefore warranted here in order to obtain a true picture of 
what constitutes QoL for this specialist population.
An advantage of using the SEIQoL-DW as a measure of QoL is that it provides an 
open method for defining the concept of QoL (Beaumont and Kenealy, 2004). 
Participants are free to choose whatever factors they deem to be important to them in 
determining their QoL. Whilst this method escapes the difficulties encountered where
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definitions have been predetermined and imposed by researchers^" ,^ it does increase the 
risk that participants assess the factors differently. However QoL is well recognised 
as an individual and multi-factorial construct and as yet no methodological ideal of 
measuring QoL has been identified. As QoL is such a multi-faceted construct, it is 
important to consider the use of different measures to tap into the various areas of 
QoL.
The Utility o f Person-Centred Measures
It is well documented that visual analogue scales (such as the subjective ratings of 
QoL) and questionnaires using five point Likert scales (such as the WHOQOL-BREF) 
can be used with people with neuro-disabilities. However the process of 
administrating the SEIQoL-DW^^ is more time consuming and complex in 
comparison. An important finding of this research is that this measure can 
successfully be used with individuals with severe cognitive and physical difficulties. 
This study supports the proposal of Murrell et al (1999) that the SEIQoL-DW may be 
used with severely disabled populations, where low scores on health based measures 
are often obtained as a result of physical disabilities. Thus the SEIQoL-DW may 
provide a more holistic view of QoL than predetermined health-based measures, 
which typically focus upon physical health, and functional abilities. Whilst assessing 
QoL in terms of health factors provides useful information, in more disabled 
populations it negates to consider daily experiences at the individual level, which are 
likely to impact upon QoL judgements (Murrell et al, 1999). Whilst health based 
measures have been frequently used to assess QoL, the literature is beginning to 
recognise the value of person-centred approaches to measuring QoL.
Beaumont and Kenealy (2004) suggest that in using an individualised measure, 
participants may select factors with which they are satisfied, and neglect to mention 
areas with which they are dissatisfied. Areas of difficulty may be identified, but 
where respondents have little or no awareness of such problems, they may show a
This is a recognised limitation of predetermined methods, as discussed in the Introduction and 
Method sections.
A full discussion of the administration procedure for the SEIQoL-DW is presented in the Method 
section.
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tendency to identify areas of satisfaction. This further supports the use of a variety of 
measures in assessing QoL.
Lintem et al (2001) highlight that some authors (McKinlay and Brooks, 1984; Miller 
and Stem, 1965) have suggested that individuals with neurological conditions often 
exhibit ‘unrealistic’ or ‘over-optimistic’ perspectives. Lintem and colleagues suggest 
a number of processes may be in operation; high self-ratings may reflect positive 
coping strategies (e.g. positive thinking or denial), or that such ratings illustrate the 
use of adaptation and adjustment to disability, or that these individuals have limited 
insight or awareness into their difficulties and therefore make higher ratings. Due to 
the individuality of QoL, and these potentially confounding variables in disabled 
populations, it is important to ensure that any tools used to measure this construct 
truly represent valid individual judgements. Person-centred measures such as the 
SEIQoL-DW may be more appropriate, but there is a need for fiirther research on this 
tool.
Measurement o f Quality o f Life
Bullinger et al (2002) noted that there was little literature about specific QoL 
instmments for people with BI, and suggested further investigation of this area. It is 
hoped that whilst this research has not evaluated the psychometric properties of the 
QoL measures used, it has demonstrated that it is possible to use the SEIQoL-DW, 
subjective QoL ratings and WHOQOL-BREF with this specialist client group. This 
research has shown that in addition to typical questionnaire measures (WHOQOL- 
BREF) and visual analogue rating scales (subjective ratings of QoL), individuals with 
severe cognitive and physical disabilities can use a more complex person-centred 
measure (SEIQoL-DW). Whilst using this measure can be more time consuming, and 
require patience and sensitivity, it is a valuable means for highlighting factors 
important to individuals; it is hoped this finding will prompt further research in this 
area. In summary the results have shown that not only is QoL a multi-faceted 
construct, the different measurement tools are tapping into different areas of QoL, and 
thus the use of a variety of measures is indicated.
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Implications for Clinical Practice
Rehabilitation and Long-term Care
The impact of BI or MS can be severely debilitating, individuals are often increasingly 
dependent upon others, may experience physical, cognitive and emotional changes 
and may have difficulties with social interactions and personal relationships, all of 
which can impact upon one’s QoL (Kim et al, 1999). Whilst rehabilitation can help to 
improve physical function, importantly therapeutic interventions that overlook 
psychosocial aspects may not adequately address QoL (Renwick et al, 1996). The 
present study has shown that numerous factors are important, and more specifically 
that factors important to a good QoL can be idiosyncratic. The areas identified in this 
study provide a foundation for understanding QoL within this group, and the findings 
could be used to inform care plans with a view to improving QoL based on those areas 
highlighted as important. Services should consider individual differences when 
offering rehabilitation or long-term treatment and care.
This research has shown it is possible to obtain valuable information about QoL fi'om 
this severely disabled client group. It has highlighted the fact that it is extremely 
important to consider individual perspectives, as people with severe neuro-disabilities 
are often dependent upon others for everyday living, and have very little control over 
their environment, yet they have individual needs. DePalma (2001) suggests that QoL 
is an indicator of the impact of illness or injury, its treatment and level of recovery 
achieved. Thus it is important that we consider this factor in this client group, to 
evaluate any care, treatment or rehabilitation being provided, in order to ensure high 
quality services for this often neglected group.
The findings indicate that individual perception is essential to the concept of QoL. 
Thus, in rehabilitation and in long-term care, the subjective experiences of those with 
severe neuro-disabilities, as opposed to the objective aspects of their lives, should be 
considered in judging satisfactory QoL. Therefore to ensure provision of effective 
services, patients must be involved as ‘partners’ in all aspects of their treatment and 
care.
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Interventions
The factors that are important to maintain a good QoL in people with severe neuro­
disabilities identified in the present study should be considered when offering 
interventions. Activities were a factor that almost all participants identified as 
essential to a good QoL, and it may therefore be beneficial to identify factors that 
foster or impede participation in activities for individuals. Family, friends and 
relationships were also factors frequently cited by individuals, and yet this is often an 
area that can be negatively affected in people who have severe neuro-disabilities. 
Ideally services should aim to facilitate positive social interactions and relationships, 
through family therapeutic interventions and/or social skills training.
In terms of the high levels of depression in people with either BI or MS, and also in 
relation to the relationship between QoL and depression (and also self-esteem) 
identified in this and other studies, rehabilitation services should ensure that thorough 
psychological assessment is conducted and that evidence based interventions are 
provided where necessary. It is possible that individuals may benefit from 
psychological and/or pharmacological interventions to reduce psychological distress, 
and this may also lead to improved QoL.
The limited findings showing deficits in autobiographical memory were associated 
with higher QoL ratings, suggests that “forgetting” the past, means that individuals are 
less likely to compare their current disability with previous levels of ability. This may 
serve as a protective mechanism, allowing an individual to perceive their QoL as 
higher. A higher QoL is generally considered positive, and in the present study was 
associated with lower levels of depression. These findings in addition to those of 
Kenealy et al (2000) raise questions about the value of reminiscence work, and 
whether encouraging memories for personal life events is always psychologically 
beneficial. It may be of benefit for further research to explore this further.
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Limitations
Design
A number of differences were found between the groups compared. Those with MS 
were significantly older, had lived with their diagnosis and been in hospital for longer, 
and were significantly more disabled than those with BI. Unfortunately it was not 
possible in this study to match participants accordingly to accommodate these 
differences. Any further studies making such comparisons between groups would 
need to consider this.
The use of self-report measures is also an issue, and the reliability and validity of 
individual responses may be questioned. However, this is a common issue in 
psychological research and in an attempt to overcome this limitation the measures 
adopted in this study had been widely used in the literature and demonstrated good 
psychometric properties. Teasdale and Engberg (2005) suggest gathering data fi'om 
relatives or health staff may help to overcome the problems associated with self-report 
measures. However, Murrell (1999b) has challenged the use of proxy ratings 
suggesting that others cannot judge a person’s QoL, as patients, families and staff may 
all have very different priorities and views about QoL.
Resources and Sample Size
In order to investigate so many areas, the time involved in data collection (up to three 
sessions, totaling up to three hours per participant, and more if a participant was 
unavailable or fatigued) stretched the resources of this project. Furthermore it 
presented an additional challenge in obtaining a large sample in the time available. 
On reflection it may have been sensible to reduce the number of measurement tools 
used or limit the areas investigated.
Power calculations suggested a sample of 21 participants in each group was necessary. 
However, whilst this was achieved for the BI group, a total of 15 MS participants 
were recruited. Due to the difficulties with different group sizes, no further BI 
participants were recruited to ensure that the differences remained at an acceptable
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level (Stevens, 1996). However, post-hoc power calculations demonstrated good 
power for the total sample and for the separate group analyses. The limitations of 
sample size can be explained through the sample being recruited from a relatively 
small and specialised population.
The sample size in the present study has proved to be a limitation in a number of 
ways. Firstly, any findings drawn from the analyses have to be interpreted with 
caution, secondly, the power of the current study is not as strong for all results as 
hoped, and any non-significant results may be due to insufficient power (therefore it is 
possible that a type two error is more likely), and thirdly, the level of statistical 
analyses that could be employed was limited as a consequence.
It is well known that research with the neuro-disability population often suffers from 
inadequate sample sizes (Berger et al, 1999). It was felt that this was a reasonable 
sample size given that firstly, the severe neuro-disability population is a relatively 
small group, secondly, the process of conducting the research with such a disabled 
population is extremely time consuming, and thirdly, due to the fact that this study is 
exploratory given the limited research in this area. There are also a number of 
published studies (Berger et al, 1999; Kenealy et al, 2002; Lintem et al, 2001; Murrell 
et al, 1999, Seibert et al, 2002; Vickery et al, 2005) with comparable sample sizes.
Generalisability
The results of this study are limited to a specialist neuro-disability setting in inner 
London. The generalisability of this study, using a small and relatively heterogeneous 
sample, is limited and reduced by the exclusion criteria employed. Different patterns 
may be found in different areas, different settings and with other neuro-disability 
populations from less specialist settings. Any generalisations taken from this study 
should be interpreted with caution, and further consideration of the idiosyncratic 
nature of QoL in general is necessary. Further research in other settings and with 
other neuro-disability populations is necessary to highlight whether QoL factors and 
judgements do differ, and if so, how services can accommodate these differing needs.
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Interpretation o f Findings
A  number of correlational analyses were employed in this study. Therefore there was 
an increased risk of a type one error occurring. However Bonferroni’s correction was 
used to account for this and any subsequent interpretation of the findings was more 
cautious. As a consequence of the cross-sectional design employed in this study and 
the limited statistical analyses possible, the causal nature of any relationships observed 
is unclear. It is therefore not possible to determine for example whether depression 
causes poor QoL or vice versa. Unfortunately more complex statistical analyses were 
not possible, and therefore more extensive research in this area may be helpful to 
examine this further.
Future Directions
This exploratory study has added to the somewhat limited literature investigating QoL 
in severe neuro-disability. It is hoped that whilst it has provided some useful 
contributions, that it may too provoke further investigation of this area. It has shown 
that the use of both predetermined and person-centred measures of QoL can be used 
with this client group to obtain useful information about their QoL. As yet there is no 
methodological ideal measure of QoL, and whilst striving to achieve this may be an 
impossible task, it may be of use to highlight measures that are more methodologically 
sound. Therefore it is proposed that further investigation of the psychometric 
properties of QoL measure used with people with neuro-disabilities may be of benefit.
A possible extension of this study may be to further investigate the individual nature 
of QoL, and the factors that are important to improve QoL. In this study participants 
generated some interesting and unique factors, which have facilitated some 
suggestions as to how we might improve the QoL of people with severe neuro­
disabilities. For example, increasing opportunities for activities, facilitating 
relationships with both friends and families. Further investigation in this area may 
highlight other areas in which we can make changes to improve the QoL of people 
with severe neuro-disabilities.
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DePalma (2001) suggested that QoL measurement should involve a variety of sources 
(patient, family, and health-care professionals), and should be measured over time. It 
was not possible within the constraints of this study, to obtain perspectives (i.e. 
informant based measures) from different sources such as family, friends, or hospital 
staff. Further research may wish to consider the QoL of individuals within the 
network of the person who sustained the neuro-disabüity, as the impact of a neuro- 
disability upon the family can be as significant as it is for the patient. It was not 
possible to measure QoL over time due to the limited time and resources allocated to 
this project. However, it may be useful for future research to conduct longitudinal 
studies investigating QoL over time, in order to provide further evidence of the 
dynamic nature of QoL. It may be of interest to investigate whether QoL changes 
over time, and if so what factors can influence (both positively and negatively) these 
changes. This may be important in rehabilitation and long-term care settings in order 
to evaluate the effectiveness of services.
Beaumont and Kenealy (2004) highlighted that the use of “downward contrast” social 
comparisons was associated with higher perceived QoL in older people (N=190). 
Unfortunately due to the small sample size in the present study it was not possible to 
conduct any further statistical analysis on this data. With, larger numbers participants 
could be grouped according to their preferred social comparison strategies and an 
analysis of variance could be conducted to look at the association with perceived QoL. 
However, whilst attempts were made to group participants in this study, the small 
numbers involved did not justify the use of such statistics. Ideally a larger sample is 
needed to extend this study in order to investigate this association further.
Conclusion
This study has explored the concept of QoL in people with severe neuro-disability; it 
has considered those individuals with higher levels of disability than has previously 
been investigated. Despite no differences being found between groups, this research
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offers a unique contribution in terms of the comparison of QoL in people with severe 
neuro-disabilities due to either a sudden one off event (BI) or a progressive 
degenerative condition (MS). The study demonstrated that individual-based 
perceptions of QoL could be measured in people with severe neuro-disabilities. The 
results support the view that QoL is a multi-factorial construct and that there are 
substantial individual differences in how people with severe neuro-disabilities judge 
their QoL, and in the factors that they deem to be important (despite some analogous 
factors). The current study has demonstrated some significant relationships between 
QoL and depression, and more limited findings with regard to the relationship 
between self-esteem or autobiographical memory and QoL. However, it has not been 
possible to determine the causality of any relationships. This study has highlighted 
that people with severe neuro-disabilities use a variety of social comparisons 
strategies, comparing or contrasting themselves with others perceived to be worse off 
or less fortunate than themselves. It has been suggested that these strategies may be a 
potentially adaptive psychological mechanism.
Within the constraints of clinical practice and real world research, methodological 
ideals are rarely attainable. Longitudinal studies with larger samples would clearly be 
of benefit and may help to support the findings of the current study. However, small 
scale research studies, are necessary to lead the way for larger projects, and without 
considerable preliminary evidence to justify expensive methodologies, such research 
is not likely to emerge. In conclusion, the findings of the current study offer a small 
yet useful contribution to the literature investigating QoL in people with severe neuro­
disabilities.
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World Health Organisation Quality of Life Domains and Facets 
(From WHO, 1998)
Domain I Physical Capacity
1 Pain and discomfort
2 Energy and fatigue
3 Sleep and rest
Domain II Psychological
4 Positive feelings
5 Thinking, learning, memory and concentration
6 Self-esteem
7 Bodily image and appearance
8 Negative feelings
Domain HI Level o f Independence
9 Mobility
10 Activities of daily living
11 Dependence on medication or treatments
12 Work capacity
Domain IV Social Relationships
13 Personal relationships
14 Social support
15 Sexual activity
Domain V Environment
16 Physical safety and security
17 Home environment
18 Financial resources
19 Health and social care: accessibility and quality
20 Opportunities for acquiring new information and skills
21 Participation in and opportunities for recreation/ leisure activities
22 Physical environment (pollution/noise/traffic/climate)
23 Transport
Domain VI Spirituality/Religion/ Personal Beliefs 
Overall quality of life and general health perceptions
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Schedule for the Evaluation of Individual Quality o f Life Direct Weighting Scale
(S E IQ o U D W )
CUE DEFINITIONS RECORD FORM 
DESCRIPTION OF CUE CUE LABEL
(I'ick any cues elicited by prompting, e.g. by reading list to person)
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CUE LEVELS RECORD FOR.M
B E ST  PO SSIBLE
T T R Y G O O D
G O O D
N E IT H E R  G O O D  
N O R  BA D
B A D
V E R Y  B A D
W O R ST  PO SSIBLE
243
Research Dossier
Major Research Project -  Appendix Two
SElOoL-PW INTERVIEW RECORD FORM
1. TIME T A K E N  _
2. UNDERSTANDING OF METHOD
- not understood ■ .
- poor/uncertain 
understanding
fatigue/boredom
- none /
- some________ !______
-a lo t /
- understood
(Record Cue label and Disk rating; Score later)
4. OVERALL VALIDITY OF INFORMATION (in the light o f 2 and 3 above)
- definitely invalid __________
-uncertain __________
- valid
Cue Label
A
Cue Rating
B
Disk Rating
D  ^-■
Cue Total
(Cue Level) 
0-100
(Cue weight) 
(1=100)
-   ^ ..  ........2.
3.
4.
5.
SEIQoL-DW
TOTALSCORE
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Visual Analogue Scales
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World Health Organisation Quality o f Life Brief Scale
fA'HOQoI.-BREF) CIWNGE PROMPT CARD HERE
These next questions arc about your quality o f life. Please answer each question by 
choosing which statement on the card (give first prompt card) most nearly applies to you.
Very poor Poor Neither poor 
nor good
Good Very good
I. How would you rate your 
quality of life? 1 2 . 3 4 5
Very
Dissatisiicd
Dissatisfied Neither 
Satisfied nor 
Dissatisfied
Satisfied Very Satisfied
2. How satisfied are you 
with your health? 1 2 3 4 S
The following questions ask about how much you have experienced certain things in the 
last trvo weeks.
Not at all A little A moderate 
amount
Very much An extreme 
amount
3. Do you feel that pain 
prevents you from doing 
what you need to do?
1 2 3 4 5
4. Do you need medical 
treatment to fiinction in 
your daily life?
1 2 3 4 5
5. How much do you enjoy 
life? 1 2 3 4 5
Not at all A little A moderate 
amount
Very much Extremely
6. To what extent do you 
feel life to be 
meaningful?
1 2 3 4 5
7. How well are you able to 
concentrate? 1 2 3 4 5
8. How safe do you feel in 
vour daily life? . I 2 3 4 5
9. Howhealtliy is your 
physical environment? I 2 3 4 5
The next questions ask about how completely you experienced or were able to do certain 
things in the last two weeks.
Not at all A little Modenitely Mostly Completely
10. Do you have enough 
energy for everyday II fe? 1 2 3 4 5
11. Are you able to accept 
your bodily appearance? 1 2 . -3 • 4 5
12. To what extent do you 
have enough money to 
meet your needs?
1 2 3 4 5
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Not at all A little Moderately Mostly Completely
13. How available to you is the 
information that you need 
in your day-to-day life? 1 2 3 4 5
14. To what extent do you 
have the opportunity for 
leisure activities?
I 2 3 4 5
The following questions ask you to say how good or satisfied you have felt about various 
aspects o f your life over the last two weeks,
Very poor Poor Neither poor 
nor good
Good Very good
15. How well are you able to 
get around? 1 2 3 4 5
Very
dissatisfied
Dissatisfied Neither 
satisfied nor 
dissatisfied
Satisfied Very
satisfied
16. How satisfied are you with 
your sleep? 1 2 3 4 5
17. How satisfied are you with 
your ability to perform 
daily living activities?
1 2 3 4 5
18. How satisfied are you with 
your capacity for work? 1 2 3 4 5
19. How satisfied are you with 
yourself? 1 2 3 4 5
20 How satisfied arc you with 
your personal 
relationships?
1 2 3 4 5
21. How satisfied are you with 
your sex life? 1 2 3 4 5
22. How satisfied are you with 
the support you get from 
your friends?
1 2 3 4 5
23. How satisfied are you with 
the conditions of yoirr 
living place?
1 2 3 4 5
24. How satisfied are you with 
your access to health 
services?
1 2 :3 4 5
25. How satisfied are you with 
your transport? 1 2 3 4 5
The last question refers to how often you have felt or experienced certain things in the 
last two Weeks.
Never Seldom Quite often Very often Always
26. How often do you have negative 
feelings, such as blue mood, 
despair, anxiet}’, depression?
1 2 3 4 5
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Expanded Disability Status Scale
Appendix A. Functional Systems.
Pyramidal Functions
0. Normal.
1. Abnormal signs without disability.
2. Minimal disability.
3. Mild or moderate paraparesis or hemiparesis; 
severe monoparesis.
4. Marked paraparesis or hemiparesis; modérai J 
quadriparesis; or monoplegia,
5. Paraplegia, hemiplegia, or marked quadi'
riparesis. ,
6. Quadriplegia.
V. Unknown.
Cerebellar Functions
0. Normal.
1. Abnormal signs without disability. i.
2. Mild ataxia. %
3. Moderate truncal or limb ataxia.
4. Severe ataxia, all limbs.
5. Unable to perform coordinated movement* 
due to ataxia.
V. Unknown.
X. Is used throughout after each number when 
weakness (grade 3 or more on pyramidal) in-'
ter feres with testing.
Brain Stem Functions
0. Normal.
1. Signs only.
2.1
3. Severe nystagmus, marked extraocuiar weaknea, 
or moderate (Usability of other cranial nerves.
4. Maited dysarthria or other marked disabi%.
5. Inability to swallow or speak.
V. Unknown.
Sensory Functions (revised 1982)
0. Normal; .w
1. Vibration or figure-writing decrease only, in 
one or two limbs.
2. Mild decrease in touch or pain or position 
sense, and/or moderate decrease in vibration 
in one or two limbs; or vibratory (c/s figure 
writing) decrease alone in three or four limb*.
3. Moderate decrease in touch or pain or position 
sense, and/or essentially lost vibration in one 
or two limbs; or mild decrease in touch or pam 
and/or moderate decrease in all proprioceptive - 
teats in three or four limbs. *
4. Marked decrease in touch or pain or loss erf c 
proprioception, alone or combined, in one or .■ 
two limbs; or moderate decrease in touch or ; 
pain and/or severe proprioceptive decrease u> ; 
more than two limbs. i
5. Loss (essentially) of sensation in one or two . 
limbs; or moderate decrease in touch or psia I 
and/or loss of proprioception for most of the  ^
body below the head. «
6. Sensation essentially lost below the head. ’
V. Unknown.
Bowel and Bladder Functions (revised 1982)
0. Normal.
1. Mild urinary hesitancy, urgency, or retention-
2. Moderate hesitancy, urgency, retention of 
bowel or bladder, or rare urinary incontinence-
1 4 5 0  NEUHOLOGY 33 N o v em b er 19SS
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3. Frequent urinary incontinence.
4. In need of almost constant catheterization.
5. Lass of bladder function.
6. Loss of bowel and bladder function.
V. Unknown.
IVisual (or Optic) Functions
0, Normal.
1. Scotoma with visual acuity (corrected) better 
than 20/30.
t 2. Worse eye with scotoma with maximal visual
I acuity (corrected) of 20/30 to 20/59.
; 3. Worse eye with large scotoma, or moderate
decrease in fields, but with maximal visual 
acuity (corrected) of 20/60 to 20/99,
4. Worse eye with marked decrease of fields and 
maximal visual acuity (corrected) of 20/100 to 
20/200; grade 3 plus maximal acuity of better 
eye of 20/60 or less,
5. Worse eye with maximal visual acuity (cor­
rected) less than 20/200; grade 4 plus maximal 
acuity of better eye of 20/60 or less.
6. Grade 5 plus maximal visual acuity of better 
eye of 20/60 or less.
V. Unknown.
X. Is added to grades 0 to 6 for presence of tem­
poral pallor.
Cerebral (or Mental) Functions
0. Normal.
1. Mood alteration only (Does not affect DSS 
score).
2. Mild decrease in mentation.
3. Moderate decrease in mentation.
4. Marked decrease in mentation (chronic brain 
syndrome—moderate).
5. Dementia or chronic brain syndrome—severe 
or incompetent.
V. Unknown.
Other Functions,
0. None.
1. .Any other neurologic findings attributed to 
MS (specify).
V. Unknown.
Appendix B. Expanded Disability Status Scale 
(EDSS)
0 =  Normal neurologic exam (all grade 0 in Func­
tional Systems [FS]; Cerebral grade 1 accept­
able),
1.0 =  No disability, minimal signs in one FS (ie, 
grade 1 excluding Cerebral grade 1).
1.5 = No disability minimal signs in more than one 
FS (more than one grade 1 excluding Cerebral 
grade 1),
2.0 = Minimal disability in one FS (one FS grade 2,
others 0 or I).
2.5 = Minimal disability in two FS (two FS grade 2,
others 0 or 1).
3.0 — Moderate disability in one FS (one FS grade 3,
others 0 or 1), or mild disability in three or four 
FS (three/four FS grade'2, others 0 or 1) 
though fully ambulatory. .
3.5 =  Fully ambulatory but with moderate disability
in one FS (one grade 3) and one or two FS 
grade 2; or two FS grade 3; or five FS grade 2 
(others 0 or 1).
4.0 =  Fully ambulatory without aid, self-sufficient,
up and about some 12 hours a day despite 
relatively severe disability consisting of one 
FS grade 4 (others 0 or 1), or combinations of 
lesser grades exceeding limits of previous 
steps. Able to walk without aid or rest some 
500 meters.
4.5 = Fully ambulatory without aid, up and about
much of the day, able to work a firll day, may 
otherwise have some limitation of lull activity 
or require minimal assistance; characterized 
by relatively severe disability, usually consist­
ing of one FS grade 4 (others 0 or I) or combi­
nations of lesser grades exceeding limits of 
previous steps. Able to walk without aid or rest 
for some 300 meter?.
5.0 == Ambulatory without aid or rest for about 200
meters; disability severe enough to impair full 
daily activities (eg, to work full day without 
special provisions). (Usual FS equivalents are 
one grade 5 alone, others 0 or 1; or combina­
tions of lesser grades usually exceeding specifi­
cations for step 4.0.)
•5.5 =  Ambulatory without aid or rest for about 100 
meters; disability severe enough to preclude 
full daily activities. (Usual FS equivalents are 
one grade 5 alone, others 0 or 1; or combina­
tions of lesser grades usually exceeding those 
for step 4.0.)
6.0 =  Intermittent or unilateral constant assistance
(cane, crutch, or brace) required to walk about 
100 meters with or without testing. (Usual 
FS équivalents are combinations with more 
than two FS grade 3-t.)
6.5 “  Constant bilateral assistance (canes, crutches, 
or braces) required to walk about 20 meters 
without resting. (Usual FS equivalents are 
combinations with more than two FS grade 
3+.)
i
Nnvember l»83 NEUKOLOOV 33 U S l
25]
Research Dossier
Major Research Project -  Appendix Five
7.0 =  Unable to walk beyond about 5 meters even
with aid, essentially restricted to wheelchair; 
wheels self in standard wheelchair and trans­
fers alone; up and about in w/c some 12 hours a 
day. {Usual FS equivalents are combinations 
with more than one FS grade 4-r; very rarely, 
pyramidal grade 5 alone.)
7.5 — Unable to take more than a few steps;
restricted to wheelchair; may need aid in 
transfer; wheels self but cannot carry on in 
standard wheelchair a full day, may require 
motorized wheelchair. (Usual FS equivalents 
are combinations with more than one FS 
grade 4-r.)
8.0 «  Essentially restricted to bed or chair orperam-
bulated in wheelchair, but may be out of bed 
itself much of the day; retains many self-care 
functions; generally has effective use of arms. 
(Usual FS equivalents are combinations, gen­
erally grade 4 -b in several systems.)
8.6 =■ Essentially restricted to bed much of the day;
has some effective use of arm(s); retains some 
self-care functions. (Usual FS equivalents are 
combinations, generally 4-f in several sys­
tems.)
9-0 ~  Helpless bed patient; can communicate and 
eat. (Usual FS equivalents are combinations, 
mostly grade 4-h.)
9.5 =  Totally helpless bed patient; unable to com­
municate effectively or eat/swallow. (Usual 
FS equivalents are combinations, almost all 
grade 4-7-.)
10. =  Death due to MS.
1452 NEUROLOGY 33 Nuvunibïr 1983
252
Research Dossier
Major Research Project -  Appendix Six
Geriatric Depression Scale
(CDS)
I  am now going to ask some questions about how you have fe lt over the past week.
Please answer YES or NO to each question.
1 Are you basically satisfied with your life?
1 yes NO
2 Have you dropped many of your activities and interests?  ^ 1 \
3 Do you feel that your life is empty? V fs ro
4 Do you often get bored? M S -0
5 Are you in good spirits most o f the time? NO
6 Are you afraid that something bad is going to happen to you? YbS
7 Do you feel happy most o f the time? NO
8 Do you often feel helpless? M S........
9 Do you prefer to stay at home rather than going out and doing 
new things?
Y IS no
10 Do you feel that you have more problems with memory than 
most?
r - -  p —  —
- T —
11 Do you think it is wonderful to be alive now? .yes Nf)
12 Do you feel pretty worthless the way you are? M.S %f»no  ^ I 
------1
13 Do you feel full o f energy? NO
14 Do you feel that your situation is hopeless? r 1 S no
15 Do you think that most people are better off than you are? S
CDS Total score (Î point for each white box ticked)
Total score is; normal (0-4) 
mild (5-9) 
moderate to severe ( 10-15)
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Rosenberg Self-Esteem Scale
(RSE)
GENERAL FEELINGS ABOUT YOURSELF
Here is a list o f statements dealing with your general feelings about yourself. Please highlight 
whether you agree, strongfy agree, disagree, or strongly disagree, with each statement. 
Thank you.
Strongly
Agree
Agree Disagree Strongly
Disagree
I. On the whole, I am satisfied with myself 1 2 3 4
2. At times I think I am no good at all. 4 3 2 1
3. I feel that I have a number of good 
qualities. 1 2 3 4
4. lam  able to do things as well as most 
other people. 1 2 3 4
5. 1 feel I do not have much to be proud of. 4 3 2 1
6. I certainly feel useless at times. 4 3 2 1
7. I feel tliat Pm a person of worth, at least 
on an equal plane with others. 1 2 3 4
8. I wish I could have more respect for 
myself 4 3 2 1
9. All in all, I am inclined to feel that 
I am a failure. 4 3 2 1
10.1 take a positive attitude toward myself. 1 2 3 4
Total Score
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Autobiographical Memory Interview
□
Q Q i i a
T ham es Valley  
T est C om pany
The Autobiographical 
M em ory Interview
Scoring sheet
N o te
Please follow the instructions provided in 
the .Manual w hen using this Scoring sheet.
For all autobiographical incidents questions 
please refer to  pages 6 and 7, and Appendix 1 
o f  the M anual for scoring details and examples.
Subject’s details
Name
Age
Date of bMh
D ate of te st
R eason  for referral
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Scoring debils sc o re  S co re
Part î r Period before s c l i o o i
-1^  ^«::S3A!rMsb8iore(^ ng((i%hqol
C orrect = 2  :
S tre e t an d ’tOŸffl only  =  1 
Town o r  s t re e t only =  %
'Æ - a s  o f A re e  fr ien d s o r  n e lg W iou rsfro m : 
T »  p m o d  b efo re  ttie  su b je c t w en t A s c h o o l
Eacli c o r r e c t - 1  :
Eacti first n am e  o n ly = %
T otalMaximum c  5
A t R ecaiTcf an  in cid en t from  th e  p erio d  b efo re  th e  su b je c t w en t to  sc h o o l 
[Prompts: 'Y our firs t m em o ry ? '. 'Involving a  b ro th e r o r  s i s te r? ’)
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Q uestion Sco rin g  d e ta ils sc o re  S co re
Part 2: F i r s t  s c h o o l  ( i . e .  S - Ï1 years)
2.1 Nam e of first scho o l
C orrect - 1-----------------  ----------------  .. . ...^
.. I
2 .2 Location of th is scho ol
Town o r city = 1
...............
23 S w b je rfs  a g e  w hen  starting  a t tfris school
Correct -1r :
2 .4 S u t ) j e ( f s a t l d r e s s w t i 8 n # r t i T i g a t A i s # o o l
Correct =  2
S treet an rftow n  only = 1 
Town o.r s tree t only = Vs
2
2 .5 N am es of th ree  te a c h e r s  o r fr ien ds from  th is  school 
(P m m p k .- T h e  h ead lea ch er? '. "Your fiann te ach er? ',  'A frien d? ')
Each co rre c t nam e = 1 
Each first n am e only  -  %:
3 i
M axim um  = 8 Total
A2 Recall o f an  in ràden t o c rw rrn g  w tA e a t p rim ary  sc h o o l (age 5 -1 1  y ea rs) 
( Aiom pfs; 'Involving a  te ac fK r? ', In vo lv m g  a  fr ien d ? ')
0
. ■
-
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Part 3: Mam secondary or Wgb. school (I.e. 11-18 years)
3.1 Name of sacondary (or high) school
3.2 Location of this secondary (or high) school
1 3 ; obtainBd at se c o n d ly  school
/imsnica; u rn s. Year of graduatkin or year of ^ 1 n g  high scl%ol
3.4  SubjecTs address wNlst attending secondary (or high) school
3.5 Names O f three teachers or friends from secondary (or high) school 
( P r w # :  "The headteacher?', "Your form teadiery. 'A friend?^
Correct:
Town or city = 1
Correct r 
level of 
Level only = %
Correct year = 1
C orrea= 2  2
Street and town only = 1 
Town or street only = %
Each correct name = 1 3
Each first n m e o n ly « %
A3 R eoll of an m d e n t  whiie at secondary (w  higti) school (age 11 -1 8  years) 
(Aomptsr'lnvolvmg a teacher?', invohring a friend?)
Childlîood section AutoWographical mdden»Persona! semantic
Parti: Period before schoolI
Part 2: First schod
Parts: Main secondary school
=21
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Q uestion
Max
sc o re  S co re
S ection  B: Early a d u lt life
Part 4: Career
4 ,1  üuai!fication(s) obtained after leaving school
4 .2  E ith er It q ualificatlon is) o b ta in e d : nam e o f co u rse  an d  ed ucation al instihrtion
C ourse
Institu tion
Or if n o  qualifications obtained: first jo b
C orrec t recaif of: .* 4 :
qualifications o r staling  
'N o q u a lifica tio n s '- 1  
D on 't know ' or 
inaccurate re sp o n se  =  ff : :
N a tn eo f c o u r s e = 1  2
N am e of institu tion  =  1 ..
C orrect =  1
ahfll n am e o f firm  or o rganisation
4 .3  S u b jec t's  a d d re ss  w h ib  bbW nIng qualification#) o r  in first jo b
4 .4  .Names of tfiree fr ien ds o r co lle ag u e s  from  th is  period : i
tPmmpis:‘lhe Principal:’ o r 'T h e  b d ss ? ',  'T he tu to r ' o r 'V o d r fo re m a n ? , 
'Any c la ss -m a te s 'o r 'A n y w o rk -m a te s? ')
I" ...................................................
Correct» 1
Correct = 2 2
S treet and  town only = 1 
Town o r s tre e t only = 'k
Each co rre c t n am e = 1 3
Each first nam e only = %
Maximum to ta l =  f Total
Recall of an  incident from  co llege o r tfie first job
{Prompts: ‘Your first day at w ork o r co llege?’;. ‘An inciden t w ith a  fr ien d?’)
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Q ueslion Scaring s c a re  S co re
P a r t  S : W e d d i n a
; S , t  S if ie r  If m arried  in th e la te teen s, tw en ties o r  early th irties; 
- ' da te  w hen s a t in e t  w as m arried
i / r d  p lace w here th is m arriage w as held
1 :  ' C crreci = 1 
i; Year only = #
Tow n o f  city - 1
Or If not m arried  in th is  tim e period: .
name of so m eo ne else w hose m arriage th e su b jec t altended
Correct =  t
arrd place w here th is  m arriage w as held
1  Town o r city = 1
,5,2 S u b jec t's  ad d re ss  before th is  vyecding
5 .3  S ub jec t's  a d d ress after th is  wedding
5 .4  Name of b est-m an  from ttiis Wedding (o r a n y # b s t )
5 .5  N ame o f b ridesm aid  from  th is  w edding (o r a  a i ie s tj '
5 ,6  B ride's (o ro w n ) maiden nam e fo r a  guest)
- " - 1  C o rrec t, 2 .:  - 2
I S tree t and  town o n ly »  1 
 j Town or s tree t only = Vr
C orrect = 2  2
S treet and town or-ily =  1 ; 
To'v'/n o r  s tre e t only =  Vs
C orrect n a n e  = 1 
F irst name only % %
Correct naine = 1 
First nam e only = 'k
Correct nam e = 1 
First nam e only = V2
im um  total = S Total
AS Recall of an incident frq m  this w edding T
{Prompts: 'An incident Involving a  g u es t a t th e  w edding? '. ‘An incident at th e  recep tion? ')
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Q uestion S co rin g  d e ta ils  sc o re  S co re
P a ît  6: C h ild ren  and meeting som eone new  in d ie swbject’s tw en ties
6.1 %une of su b p d 's  first child (or a nep ha# , niece o r cftiW of a  d o s e  friend)
C orrect» 1
6 .2  Date o f birth of th is  chikf (or age of a n ^ h e w . n l ^  or child of a  c lose ffiard)
6 .3  Place of birth of this child
I 6 .4  N am e of su b jec t’s  se co n d  Child
i (or another nephew , n iece or child of a  c lose  friend)
C orrec t =
6 .5  Date of tmlh of th is  child (or age of a nephew, niece or child of a  c lose  friend)
6 .6  P lace of b irth  of th is  child
Correct year , i ; %
Town or d l y » W
C o r r ê c tÿ e a r = %  :  ' %
T o w n o r i% = %
Maximum total = 4  Total
A6 Recall of a  firs t en co u n ter w ith so m e o n e  while th e  su b jec t w as  in h is  c r  h e r tw en tie s 
(Prom pA;'M eeting so m eo n e  in an  in terview ?', 'M eeting  som eon e on holiday o r at w o rk ?’)
Early adult life .section summan' Personal semantic Autobiograotuca! incidents !
Pari 4: C are*
Part 5: W edding
Part 6: Children and meeting so m eo n e  new
Maximum = 8  
Maximum = 9  
Maximum »  4
M axim um  to ta l = 21
M a /t tr ., '1 -3  
M a«m um  » 3 
M axim um  = 3 
Maximum total =  9
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Q u estion S co fin g d e ta lk
Max
nage V
Seora
Section C: Recent life
Part 7: Present hospital or instimtion
of h o s p ita io r  place w here seen
C orrect =  1
o fm iiQ s p ila lo r in s t ltu iio n
7 .3  D ate of arrival a t th is
M onth  o r  y e a r  = 1
7 .4  S u b jec t’s  c u rre n t a d d re ss
Correct =  2
S tre e t am i to w n  only =  1 
Town o r s t re e t only  =  V2
7 .5  N am es o f th ree  s ta ff m em b e rs  o r  fellow  p a tie n ts  from  th is  h osp ita l o r 
institution (or three current nelghlxiurs or coileagtœs)
■ Each c o rre c t n am e = 1 
I Each first n am e  only  = -h
Maximum to ta l  =
A7 Recall of an incident w h k h  Iras occwrred at th is h o sp la l or Institution 
(Prompts: 'Invoking the o th e r p a tie n ts? ’, ‘To d o  w ith the d octors , o r n u rs e s ? ' 
or two other oppropriato prompts e.g.: 'Involving the w a rd e n ? ', ‘Involving th e 
daily care staff?". 'Involving the so d a l worker?", "Involving the psychologist?")
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Q uestion
Part 8: Prewous hospital or institudon
, Name pt previous h o s # l  cr  W tu Q O n , or name ü( last h o s p M  vkited
(w hich m u s t b e  from  ttie la s t  5 y ea rs)
C orrec t = 1
8 .2  L ocation o f th is  hosp ita l o r  Institution
r  ^  ■   ■■ ■
Tow n o r c i ty = 1
8 .3  Date of arrivai (o r  v isit) a t th is  hosp ita l o r institu tion
. .....J
8:4 SulWsaddrt&^ mattMNilnQforvIsMnglthlshospitalor
M onth o r y ear = 1 ; 1  j
" T  C orrec t -  2 
s : Sîfeetànd  tow n only  =  1 
"1" Towirw str^
8.5: N am es of three M ends, ( m lW u d s  or acq uainân ces connected with ttris 
hospitalisation (o r th re e  p eop le  w ho have visited in th e  la s t year)
Each co rre c t nam e = t  : 3
E a c h firs t n am e only = %  :
Maximum to ta l = 8  T otal
Recall o f m f a e i d ^  i n v o #  a r e l a t l w e # # #  % W y e a r  
(  A Visit t)y or to d reiahvev . 'Invok iig  so m e  ræws about a  raW ve?')
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t
Part 9; Last Christmas or Îlanksgirifîg
9.1 : P W # M S # c t s p e n t W C h M n é o r T h a n k ^ h ^
9.2 I W e o f a p % % n * # * W s L l# s p M t l a s t C h n s ! m æ o r 'n « i * s # i n g
Correct = 1
Correct name = 1 
Firstnam9only = %
Fart 10: Holkiay or journey
10.1 l%cêwlremsubMclvisWonaboli#orai(mrneyintlKbstyKr 
(orttoWayorkium8y«#intlieM5yMrs)
Correct = 1
10.2 Mof#(Qry8anin*t«drttiéhoHdayofK!umayWplà^
v#*homttmaib)ectwenton%hoN(#ori
—— :-— — —^ —    — -^-------------
A9 R a a lt o F a n m c id m t # M im p ^ @  i o n i e  orjourrK yW iintlrelasIS  
(Pnmÿk'AtthepWyourisW nN"rso rieoutrKt?')
jI
i Recent life section Personal semantic Antobiographkai incidents
Part 7: Présent tiospMal or
P a t  8: Previous i W t a l  ori
1 ^ 9 :  Last Christmas or©
Part 10: HoRday or journey
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Total score summary Personal semantic 
Maximum = 21 f  
Maximum =21 J 
Maximum = 21 j 
Maximum total = 83 !
Autobiographical incidents
SeatiDu A: Ctiitohood 
Section 8 ; fa rîy  adult life 
Section C: R ecent life
Maximum != 9 
Maximum = 8 
M axim um =9 
Maximum total = 27
T ham es Valley T est C om pany Copyright © IW )
M. D. Kopelman 
B. A, Wilson 
A. D. Baddcley
7-9 T h e Green
1'ler.npioii
Bury St Ednuu-.ds
Suim
]P2S6EL
England
ISBN 0 051-1 c m :
Tliis test may not be reprcfinced , 
in whole or in pan  in any form 
(except, hy reviewers for the 
public press) without written 
ncrmission from the oublishers.
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Social Comparisons Interview
SOCIAL COMPARISON INTERVIEW 
(Murrell, 1999)
Now I  want to ask you some questions about how you made this decision.
I. When you put the cross on the line, what sort of things were you thinking about? 
How did you make this decision about your Quality of Life and what made you put the 
cross where you put it?
(If ansvi'ers to Questions 2-4 are elicited record the information, otherwise prompt with 
Questions 2-4)
Some people, for example, might think about how their Quality o f Life is now in relation to 
other times in their life. Some people may think about their Quality o f  Life in relation to other 
people. Some may not do this at all.
2. In making this judgement about your quality of life:
Did you think about it in relation to other times in your life?
I f  yes, which times in particular?
N
3. In making this judgement about your quality of life: 
Did you think about it in relation to other people? Y :n
I f  yes, do you think these people’s quality of life is better or worse than yours? 
I  I worse off | | the same | |better off
(4, Record whether both o f  the methods outlined above were used)
N
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(Social Comparison)
HP-DOW N FREQUENCY (Heidrich & Ryff, 1993) 
IDENTtFICATION-CONTRAST (Van der Zee. Buunk et al- 2000)
(give prom pt card; circle response) N ot at M ost o f
all the tim e
How often do you think about yourself in relation 
to someone better o ff /  more fortunate than you
are in any way? 
(upward-frequency)
1 2 3 4 5
(If the response is 2 or more, ask:)
When you see or think about someone better o ff  than you are, do you;
Hope that you W ll be like them one day? (UI-P) 1 2 3 4 5
Feel encouraged about your future? (UI-P) 1 2 3 4 5
Feel frustrated about your own situation? (UC-N) 1 2 3 4 5
Feel discouraged because you're not 
doing so well? (UC-N) 1 2 3 4 5
How often do you think about yourself in relation 
to someone worse o f f  /  less fortunate than you are 
in any way?
(downwardfrequency)
I 2 3 4 5
( I f  the response is 2 or more, ask:)
When you see or tliink about someone worse o ff  than you are, do you:
Fear tiiat you w ill become similar? (DI-N) 1 2 3 4 5
Feel anxious or worried about your future? (DI-N) 1 2 3 4 5
Feel grateful about your own situation? (DC-P) 1 2 3 4 5
Feel happy that you're doing well yourself?
1 2 3 4 5
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Participant Information Sheet
Title o f Project:
Quality of life in severe neuro-disability: A comparison of how people with brain 
injuries and multiple sclerosis perceive their quality of life and an exploration of the 
factors, which may influence these judgements.
Researchers:
Sophie Langford (Trainee Clinical Psychologist -  University of Surrey)
(Consultant Neuropsychologist and Head of Department
of Clinical Psychology)
You are being invited to take part in a research study. Before you decide whether you 
want to participate in the study, it is important that you understand why the research is 
being done, and what it will involve. Please read the following information sheet 
carefully and discuss it with others if you wish. Please do not hesitate to contact us if 
there is anything that is unclear, or if you would like more information concerning the 
study. Take as much time as you need to decide whether you wish to take part.
What is the purpose of the study?
We are looking to investigate quality of life in people with severe neuro-disabilities. 
We are looking at how people perceive their quality of life and what factors influence 
this.
This study is a student research project conducted as part of a doctoral level training 
course in clinical psychology. The research will be supervised by staff at the 
University of Surrey and by at the hospital.
Why have you been chosen?
Following discussions with the Psychologist and Ward staff responsible for your care 
it was felt that you would be an appropriate patient to approach in order to ask if you 
would consider taking part in the research.
Do I have to take part?
It is up to you to decide whether you want to take part in the study. If you decide that 
you want to take part, you will be given this information sheet to keep and be asked to 
sign a consent form. If you decide that you want to take part in this study, you are still 
free to withdraw at any time without giving a reason for your decision. If you decide 
to withdraw from the study at any time, or do not want to take part at all, your current 
or future standard of care will not be affected in any way.
What will happen if  I take part?
You will be asked to complete some questionnaires and assessments with the 
researcher. All of these questionnaires and assessments have been used in the hospital 
before, many for routine patient assessment. The researcher will ask you about your
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mood, your view of your self, your memory for personal life events and how you 
perceive your current quality of life to be.
The number and length of sessions needed to complete the assessments will vary. We 
will complete the assessments at a pace, which suits you. This could be up to three 
35-minute sessions on separate occasions, during each session we may also have a 
break part way through. The research will take place on the ward in the day area or in 
your bedroom, wherever you feel most comfortable.
There are no implications for your future care/treatment and you can withdraw from 
the study at any time should you change your mind.
What are the possible risks or taking part?
You may become tired during the sessions, if so the researcher will stop and arrange 
to come back another time. You can tell the researcher if you would like to stop or if 
you need a break. We can then arrange to come back at another time that suits you.
The research will not interfere with any social, personal or treatment activities.
It is anticipated that this research is unlikely to cause you any distress, however, the 
psychology department will provide counselling if required.
What are the possible benefits of taking part?
We cannot promise that the study will help you, but the information we get might help 
us in the future to understand and think about how to improve the quality of life of 
people with severe neuro-disabilities. The results of this research may be useful to 
feedback to your care team, in order to help them think about how they might improve 
the quality of life in their patients care.
You may find the time spent with the researcher completing the questionnaires and 
assessments may be an enjoyable social activity.
What happens when the research study stops?
When the research is completed the results will be fed back to participants at the 
hospital throughout the various communication channels within the hospital (e.g. 
presentations, and newsletters).
The outcomes of this study will be reviewed to aim to improve the treatment and care 
of patients in the future.
Will my taking part in this study he kept confidential?
All information, which is collected about you during the course of the research, will 
be kept strictly confidential. The data will only be used by those individuals directly 
involved with the study. All investigators will be bound by the
confidentiality policy and British Psychological Society’s 
guidelines for confidentiality. Procedures for handling, processing, storing and 
destroying data will comply with the Data Protection Act (1998). All data will be kept 
locked in the clinical psychology department and stored for a minimum period of 8
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years. Any information about you that leaves the hospital will have any identifiable 
details removed (e.g. name) so that you cannot be recognised from it.
What will happen to the results o f the research study?
We wish to share the findings of this research with others in order to improve the care 
of people with brain injuries. Therefore, we hope to publish the results of the research 
at the end of the study. All identifiable details of participants in the research will be 
removed so that no person can be identified.
What if there is a problem?
If you have a concern about any aspect of this study, you should ask to speak to the 
researchers who will do their best to answer your questions (see contact details 
below).
Complaints: If you remain unhappy and wish to complain formally, you can do this 
through the Hospital complaints procedure. Please contact your Ward Manager, who 
will follow the Hospitals’ complaints policy with you.
The hospital has an insurance policy providing cover against public liability and 
professional indemnity. The university has public liability insurance, and no-fault 
compensation insurance, which covers claims for non-negligent harm.
Who has reviewed the study?
The proposal (a detailed document of the study) was first sent to two Research Tutors 
at the University of Surrey who reviewed the proposed research. It was then reviewed 
by the Research Advisory Committee of the
before being sent to the Research Ethics Committee for external ethical
review.
Who do I contact for further information?
If you have any questions, concerns or comments please contact:
Sophie Langford (Trainee Clinical Psychologist -  University of Surrey) 
Phone
Email: psm7sl@surrey.ac.uk
(Head of Clinical Psychology)
Phone
Email
If you decide you would like to take part in this study you will be given a copy o f  
the information sheet and a signed consent form to keep.
Thank you for taking the time to read this information sheet.
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Consent Form for Participants
Title of Project:
Quality of life in severe neuro-disabilities: A comparison of how people with brain 
injuries and multiple sclerosis perceive their quality of life and an exploration of the 
factors, which may influence these judgements.
Researchers:
Sophie Langford (Trainee Clinical Psychologist -  University of Surrey)
(Consultarit Clinical Neuropsychologist and Head of 
Department of Clinical Psychology)
The patient/client should complete the whole o f this sheet him/herself. If they are 
unable to write, a member o f staff should complete the form under instruction 
from the patient and in the presence o f a witness.
1. Have you read the Patient Information sheet? Yes No
2. Have you had the opportunity to ask questions and discuss this study? Yes No
3. Have you received satisfactory answers to all of your questions? Yes No
4. Have you received enough information about the study? Yes No
5. Who have you spoken to? (write name).......................................................................
6. Do you understand that you are free to withdraw from the study. Yes No
at any time, without having to give a reason, and without affecting 
the quality of your present or future medical care or legal rights?
7 .1 understand that sections of any of my medical notes may be looked at Yes No
by responsible individuals from the Hospital or from regulatory 
authorities where it is relevant to my taking part in research. I give 
permission for these individuals to have access to my records.
8. Do you agree to take part in this study? Yes No
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Name o f  participant (block letters):
Signed: .................................................................. Date:
I f  participant is unable to write, signed on their behalf by: 
Signed: .............................................................   D a te : ..................
W itnessed by:.
Signed: .................................................................... Date:
Name o f Investigator.
Signed: ...................................................................  Date:
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Confirmation of Ethical Approval
Clinical Psychology Department
8 June 2006
Dear"
Research proposal: “Q uality o f  life in traumatic brain injury: an investigation 
into how people with brain injury percch'e their quality o f  life and an 
exploration o f  factors w hich may influence these judgem ents” (RHN/06/8), 
Miss Sophie Langford and
Thank you for presenting your proposal to the Research Advisory Committee (RAC) 
at its meeting on the s'*'of June 2006.
I am pleased to inform you that your project has been approved by the Committee. 
The proposal can now be submitted to a Research Ethics Committee and also to any 
fimding body to seek support for the project.
I look forward to watching the progress o f  the study.
Kind regards 
Yours sincerely
Deputy Chairman o f  the RAC
A chsritv fnr « v t te  attd complex physical dIsaUiUtl'îS fC^JtUng frcm diicasc or damage.tc U>c brain and other parts of d o  oetvaoa system,
ncglslcrttl Oiafity Number
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R e se a rc h  E th ic s  C o m m ittee
Telephone. 
Facsimile: >
Ms Sophie Langford 
Trainee Clinical Psychologist 
University of Surrey 
Department of Clinical Psychology 
University of Surrey 
Guildford, Sumey 
GU27XH
09 October 2006
Dear Ms Langford 
Full title of study:
REC reference num ber:
The p ro c esses  involved in making Judgem ents about 
perceived quality of life following sev ere  traum atic brain 
Injury.
06/Q0401/60
Thank you for your letter of 03 October 2006, responding to the Committee’s request for 
further information on the above research and submitting revised documentation.
The further information has been considered on behalf of the Committee by the Chair.
Confirmation of ethical opinion
On behalf of the Committee, I am pleased to confirm a favourable ethical opinion for the 
above research on the basis described in the application form, protocol and supporting 
documentation as revised.
Ethical review of research  sites
The favourable opinion applies to the research site listed on the attached form. 
C onditions of approval
The favourable opinion is given provided that you comply with the conditions set out in the 
attached document. You are advised to study the conditions carefully.
Approved docum ents
The final list of documents reviewed and approved by the Committee is as follows:
Document Version Date
Application 15 August 2006
Investigator CV
Protocol 01 June 2006
Covering Letter 14 August 2006
Letter from Sponsor £.< UUiy 6U U U
A n a r lu k n n /  rn m m l+ to A  t n  I n n H n n  S t r a tp n i r  H a a l th  A iith n rifV
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06/Q0401/60 Page 2
Participant Information Sheet: Staff 2 03 October 2006
Participant Information Sheet 1 14 August 2006
Participant Consent Form: Patients 1 01 July 2006
Participant Consent Form: Doctor 1 08 August 2005
Response to Request for Further Information 1 03 October 2006
Confirmation of insurance cover 16 November 2005
Letter re sponsorship from UniS 01 August 2005
Summary of protocol 1 14 August 2006
Feedback Sheets X2
RAC approval 08 June 2006
Unis insurance cover 03 August 2006
Assorted questionnaires
Research governance approval
The study should not commence at any MHS site until the local Principal Investigator has 
obtained final research governance approval from the R&D Department for the relevant MHS 
care organisation.
Statement of compliance
The Committee is constituted in accordance with the Governance Arrangements for 
Research Ethics Committees (July 2001) and complies fully with the Standard Operating 
Procedures for Research Ethics Committees in the UK.
06/Q0401/60 Please quote this number on all correspondence
With the Committee's best wishes for the success of this project 
Yours sincerely
D,
Chair
Email: Slaw@hhnt.nhs.uk 
Enclosures:
standard approval 
Site approval form
Copy to:
S F 1  lis t o f  a p p r o v e d  s i te s
An advisory committee to London Strategic Health Authority
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Uni.
Dr Kate Davidson
Chair: SHS Ethics Connnittee
University o f Surrey
University of 
Surrey
Guildford
Suney GU2 7XH UK 
Telephone;
+44 (0)1482 689445 
Facsimile:
+44 (0)1483 688550 
•Aww.surrey.ac.uk
School of
Human
Sciences
Sophie Langford
Department o f  Psychology -  PsychD 
University' o f  S urrey
27 October 2006
Dear Sophie
Reference; Qaality o f life in severe traumatic brain injur}': The processes involved in 
making judgements about perceived quality o f life following severe traumatic brain injury
Thank you for your submission o f  the above proposal.
The School o f Human Sciences Ethics Committee has given a favourable ethical opinion.
If  there are any significant changes to this proposal you may need to consider requesting 
scrutiny by the School Ethics Committee.
Yours sincerely
Dr Kate DaUdson
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Tel:
Your ref; 05/Q0401/32 &23 & 06/Q0401/60 
Our ref: Psychology ethics anonymised data 
Date: 20 February 2008 
Dr
c/o Ethics Committee
REQUEST TO v -  RESEARCH ETHICS COMMITTEE: TO USE
ANONYMISED DATA FROM STUDIES 1 & 2 (BELOW) AS A COMPARATOR IN 
STUDY3
Studies: 1. Psychosocial aspects of quality of life judgements in severe neuro-disability 
Chief investigator: Professor Ref: 05/00401/23
2. Cognitive processes in quality of life Judgements in severe neuro-disability associated 
with multiple sclerosis
Chief investigator: Professor Ref: 05/Q0401/32
3. The processes involved in making judgements about perceived quality of life following 
severe traumatic brain injury
Chief investigator: Sophie Langford Ref: 06/00401/60
I am seeking your permission to amplify my study. It explores the quality of life in 
brain injury patients. I would like to compare and contrast my results with 
anonymised data obtained from Professor tudies on quality of life in
multiple sclerosis patients. He is my hospital supervisor. This would be of benefit 
because it will perm it comparison or two clinical groups, in a  similar clinical 
environment with similar levels of disability, but with different diagnosis.
All three studies have a favourable ethical opinion from the Research
Ethics Committee and we reported on progress on all three studies in October 2007.
I should be most grateful for confirmation that the proposed use of anonymised data 
is acceptable to you' I look fonward to hearino from you. I would be grateful if you 
would copy all correspondence to Dr -, R&D Support Unit Manager, at the
above address.
Ms Sophie Langford 
Psychology Department
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/ v a r / o n a /  b r n / c s
Researcr EthksCc-Ti'TZee
; ;
Ms Sophie Langford 
Trainee Clinical Psycholo^sL 
University of Surrey 
Department of Clinical Psychology 
University of Surrey 
Guildford. Surrey 
GU2 7XH
28 February 2008
Dear Ms Langford
Full title o f study: The p r o c e s se s  involved in making ju d gem en ts about
p erceived  quality o f  life follow ing sev ere  traum atic brain 
injury.
REC reference number: 08/Q0401/S0
-  : :  2 :  : : : =  r s  : : — zee  /e / .s  r s : " :  re /,  s i-  ca'
zcs'ce-a' =-s "S:. -e= = s:_c es "a.e a e e r  :a :c -.c-
06/Q0401%@ Please quote this number on all correspondm ice
Yours sincerely
E -m ail'.
Copy to;
This Research Ethics Committee is an advisory com mittee to  Strategic Health Authority
The National Research Ethics Service (NRES) represents the MH£S Directorate within 
the National Patient Safety Agency and Research Ethics Cornmittses in England
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Data Screening and Tests of Normality
Skewness:
Z scores were calculated (Field, 2005) and those above a value of 1.96 were deemed significant at the 
p<.05 level. Where significant results were found non-parametric statistics were used with the data.
Variable MS BI Total Sample
Tim e since injuiy/diagnosis 4 .19 2 .08
Tim e since adm ission 4 .70 2 .58
E DSS 2.85
Social Comparisons Downward frequency 2.34
AM I PSS -2.69
Kurtosis:
Z scores were calculated (Field, 2005) and those above a value of 1.96 were deemed significant at the 
p<.05 level. Where significant results were found non-parametric statistics were used with the data.
Variable MS BI Total Sample
Tim e since injury/diagnosis 3.55
Tim e since admission 4.85
Social Comparisons Downward frequency 1.98
Social Comparisons “Downward Contrast” -1.96
Test of Normalitv - Kolmogorov-Smirnov:
This test was performed using SPSS, all scores that were found to be significant (p<.05) were deemed 
not to be normally distributed. Where significant results were found non-parametric statistics were 
used with the data.
Variable MS BI Total Sample
Tim e since injuiy/diagnosis D (21)= .360, p=.000 D (35)= .236, p=.000
Tim e since admission D (21)=  347, p=.000 D (36)= .278, p= .000
EDSS D (15)= .260, p=.007 D (21)= .226, p=.006 D (36)= .180 , p=.005
SElQ oL-DW D (21)= .202, p=.025 D (35)= .150 , p=.045
W HOQOL-BREF “QoL” D (14)= .345, p=.000 D (21)= .300, p=.000 D (35)= .279 , p= .000
W HOQOL-BREF “health” D(21)=.236, p=.003 D(35)=.189, p=.003
Social Comparisons 
Upward Frequency
D (15)= .241, p=.019 D(21)=.206, P -.021 D(36)=.201, p=.001
Social Comparisons 
Downward Frequency
D(15)=.233, p=.027 D (21)= .1 9 4 ,p = .0 3 9 D (36)= .202 , p-.OOl
Social Comparisons 
“Upward Identification”
D(36)=.158, p=.024
Social Comparisons 
“Upward Contrast”
D(36)=.166, p=.014
Social Comparisons 
“Downward Identification”
D(15)=.221, p=.048 D (21)=  225, p=.007 D (3 6 )- .2 1 7 , p= .000
Social Comparisons 
“Downward Contrast”
D(15)=.242, p=.018 D (21)= .213, p=.QI4 D(36)=.226, p=.000
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Validity of the Schedule for Evaluation of Individual Quality of Life -  Direct
Weighting Scale
SEIQoL-DW BI Participants
Mean Range -SD . / '
Amount of time taken 
to complete (minutes)
19.29 10-45 9.52
Not , 
understood
Poor/uncertain
understanding
Understood
Understanding
(frequency)
0 7 14
None Some A lot
Fatigue
(frequency)
16 5 0
Boredom
(frequency)
19 2 0
Definitely
invalid
Uncertain Valid
Overall Validity 
(frequency)
0 5 16
SEIQoL-DW MS Participants
Mean Range
Amount of time taken 
to complete (minutes)
21.67 15-40 6.73
Not ...i##' 
understood
Poor/uncertain
understanding
Understood
Understanding
(frequency)
0 2 13
:;:None; Some A lot
Fatigue
(frequency)
12 3 0
Boredom
(frequency)
12 3 0
Definitely
invalid
Uncertain Valid
Overall Validity 
(frequency)
0 2 13
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Log of Research Experience
Log of Research Experience
September 2004 to September 2008 
Year One, Two and Three
Research Dossier
Log of Research Experience
Research Log Checklist
1 Formulating and testing hypotheses and research questions 0
2 Carrying out a structured literature search using information technology and 
literature search tools
0
3 Critically reviewing relevant literature and evaluating research methods 0
4 Formulating specific research questions 0
5 Writing brief research proposals 0
6 Writing detailed research proposals/protocols 0
7 Considering issues related to ethical practice in research, including issues of 
diversity, and structuring plans accordingly
0
8 Obtaining approval fi-om a research ethics committee 0
9 Obtaining appropriate supervision for research 0
10 Obtaining appropriate collaboration for research 0
11 Collecting data from research participants 0
12 Choosing appropriate design for research questions 0
13 Writing patient information and consent forms 0
14 Devising and administering questionnaires 0
15 Negotiating access to study participants in applied NHS settings 0
16 Setting up a data file 0
17 Conducting statistical data analysis using SPSS 0
18 Choosing appropriate statistical analyses 0
19 Preparing quantitative data for analysis 0
20 Choosing appropriate quantitative data analysis 0
21 Summarising results in figures and tables 0
22 Conducting semi-structured interviews 0
23 Transcribing and analysing interview data using qualitative methods
24 Choosing appropriate qualitative analyses 0
25 Interpreting results fi-om quantitative and qualitative data analysis 0
26 Presenting research findings in a variety of contexts 0
27 Producing a written report on a research project 0
28 Defending own research decisions and analyses 0
29 Submitting research reports for publication in peer-reviewed journals or edited 
book
0
30 Applying research findings to clinical practice 0
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